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* Individuals who use personal assistance services 



i i i 

By Irving Kenneth Zola, Ph.D., 
Department of Sociology, Brandeis University 

Independence and self-reliance are strongly held American 
values. They are the key to any claim that we are a truly open 
society. For it is reasoned that if anyone would only try hard 
enough, s/he could eventually succeed the Horatio Alger myth. 
That such concepts have also crept into our rehabilitation 
literature should be no surprise. Thus traditional stories of 
successful rehabilitation continually stress the individual's 
ability to overcome his/her particular chronic disease or 
disability. In turn, individual qualities like courage, virtue, 
St ick-to-it~ness , and the desire to "go it alone" were the very 
praiseworthy personal characteristics; and high scores on such 
scales as The Adaptation in Daily Livirg (ADL) (which measured 
the individual's ability to do many personal care activities by 
him/ herself) were the behavioral ones. 

The founders of the Independent Living i^ovcment were very 
different sorts of people. Their scores on the ADL scales were 
near the bottom and they were people on whom traditional 
providers of care had given up people for whom not only a 
productive life but even a meaningful one was deemed impossible. 
Neither they nor their families accepted the judgments of experts 
and in their struggle and their answer the Independent Living 
Movement was born. Their stories of success are different. 
Without negating the importance of personal qualities and the 
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irnprovernent of one's functional abilities, they emphasized the 
necessity of removing architectural barriers, changing societal 
attitudes, and using help whenever and wherever they could get 
it . 

In all the years I've heard Ed Roberts speak (To those who 
don't know him, he's one of those "rejects" mentioned above a 
man, post-polio, who uses a respirator and a wheelchair and was 
deemed unworthy of California's rehab dollars. He went on to co- 
found The California Center for Independent Living and later the 
World Institute on Disability and in-between became California's 
Commissioner of Rehabilitation and a MacArthur ^ellow), before 
beginning, he introduces is personal assistants by name and 
briefly details the latter's role in Ed's being "here." This 
gesture concretizes a cornerstone of the whole Independent Living 
Movement (DeJong, 1983). Independence is not measured by the 
quantity of tasks we can perform without assistance but the 
quality of life we can have with help. People have often gotten 
help from others but it was often given in the context of duty 
and charity (Scotch, 1984). Help in the context of Independent 
Living is instead given within the framework of a civil right and 
a service under the control of the recipient where, when, how 
and by whom. 

This cornerstone of the Independent Living Movement has long 
been argued about but little studied. DeJong (1977) surveyed the 
services of one state; DeJong and Wenkler (1983) did a comparison 
of several; and Laurie (1977), a timely national overview. 
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within th=> las^" ♦■hr-ee »?oa>-e nQ^/-^»^^ ^iop/>\ -i r^.^^i^. , — 

provided in-depth descriptions of the progress and promise in the 
Netherlands and Sweden. This current report, prepared by Siiiii 
Litvak and sponsored by the World Institute on Disability, is a 
much needed American response — a detailed survey of all the 
United States which gathered data from some 154 attendant service 
programs serving almost a million people. Though people with 
physical disabilities were those most often served, the programs 
also included ones serving those with brain injuries, intellec- 
tual and emotional problems. The 17-page questionnaire measured 
their development, administration, funding sources, and degree of 
conformity to the ideal Independent Living Model. Despite the 
wealth of data, this report is no mere compilation of tables and 
statistics. It is an extraordinarily self-critical docunient, 
telling the reader what it gathered well, poorly, and not at all. 
It names names and articulates issues. While echoing the need 
for further information, in a series of recommendations it lays 
down the gauntlet of what must be done Lo make all our citizens 
independent. While documenting the programs already in exis- 
tence, it also describes the underserved and points to the future 
(the ever increasing number of newborns with disabilities as well 
as increasing aging of our population). It is clear that many who 
will read this report will not at present have a disability. But 
if the data on aging and genetics are correct, it is unlikely 
that anyone reading it will not in their lifetime have to face 
the issue for him/'.ierself or in his or her families. 
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But at long last, we now have some baseline data. Personal 



Assistance for Independent Living lays down how far we have come 
and how far we have yet to go. 
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CHAPTER I 



INTRODUCTION 



The need for community-based personal assistance services 
for independent living and the lack of a nationwide policy 
direction and uiechanicm for meeting the need has become an issue 
of major significance for disabled people of all ages who feel 
these services are critical to their ability to control their 
lives. Along with people who are disabled and their families/ 
advocates/ legislators and social policy makers throughout the 
United States and abroad have placed personal assistance services 
at home and in the community on the national agenda. 

Personal assistance involves assistance/ under maximum 
feasible user control/ with tasks aimed at maintaining well- 
being/ personal appearance/ comfort/ safety and interactions 
within the community and society as a whole. In other wordS/ 
personal assistance tasks are ones that individuals would 
normally do for themselves if they did not have a disability.^ 

The survey/ which is the subject of this report/ indicates 
that there are approximately 850/000 people receiving some sort 
of community-based/ pub 1 i c ly- f und ed personal maintenance and 



These tasks include: 1) personal maintenance and hygiene 
activities such as dressing/ grooming/ feeding/ bathing/ 
respiration, and toilet functions, including bowel/ bladder/ 
catheter and menstrual tasks ; 2 ) mobi 1 i ty tasks such as getting 
into and out of bed/ wheelchair or tub; 3) household maintenance 
tasks such as cleaning/ shopping/ meal preparation laundering and 
long term heavy cleaning and repairs; 4) infant and child related 
tasks such as bathing/ diapering and feeding; 5) cognitive or 
life management activities such as money management/ planning and 
decision making; 6) se c ur i t y- r e 1 a t ed services such as daily 
monitoring by phone; and 7) communication services such as 
interpreting for people with hearing or speech disabilities and 
reading for people with visual disabilities. 
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hygiene, mobility and household assistance services. On the 
basis of the National Health Interview Survey and surveys of 
people who are institutionalized^ we estimate that there are an 
additional three million people who could benefit from such 
services^ but who currently are not receiving them from 
community-based t publ icly- funded programs (Czajka, 1984, pp. 13- 
17). In other words^ for every person who is actually receiving 
community-based^ publicly-funded personal assistance services^ 
there are three people who could benefit from such services but 
who are not receiving them. 

Moreover^ almost all the service programs which do exist are 
inadequate. Seldom do they offer the combination of personal 
assistance services necessary to enable people who are disabled 
to function satisfactorily at home and in the community. 
Distribution of these programs is uneven across the United 
States/ eligibility criteria vary widely, and direct service 
providers are poorly compensated. 

The Need for a National Personal Assistance Program and Policy 
The need for personal assistance services has grown over the 
last few years because of several factors. First, the past few 
decades have seen major advances in medical technology. These 
advances have increased the ability to treat people who have 
experienced serious trauma, illness and birth-related disability, 
with the result that many individuals who would have died in 
earlier years are now surviving. Many of these peoplp, however, 
end up with disabilities which interfere with their ability to 
perform activities of daily living independently. 

ERIC 
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Seconds declining mortality and lengthening life expectancy 
have meant that an ever-increasing number of people in the □•S. 
population are old people (Van Nostrand^ 1984)» This demographic 
shift in itself has expanded the disabled population, since loss 
of functional ability (i.e» ability to perform activities of 
daily living) often accompanies the illnesses and injuries that 
occur more commonly among older people. The survey upon which 
this report is based shows that at least 77% of the people 
currently receiving personal assistance services are older people 
over the age of 60 or 65. 

Third/ the demand for personal assistance services has 
expanded as a result of the growing emphasis on keeping and 
taking disabled and elderly people out of institutions. 
Custodial institutions are no longer an accsepted means of meeting 
the personal assistance needs of disabled people of any age. 
This shift in attitude coincided with the emergence of the 
Independent Living Movement which, in conjunction with advocacy 
groups, was organized to foster independence and minimize the 
dependence of disabled people. 

In the fifteen years since the first Independent Living 
Program run by disabled people was founded in Berkeley, 
California, over 200 such programs have been established across 
the country. A top priority of the Independent Living Programs 
has been to get and keep disabled people out of institutions. It 
was very clear to these activists that, on the one hand, the 
successful deinstitutionalization of people with extensive 
disabilities, as well as the prevention of institutionalization 
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and avoidance of dependency/ rested substantially on the 
availability of personal assistance services in the community. 
But/ on the other hand, the existing service system lacked a 
strong community-based orientation and therefore did not offer 
the services that foster independence. 

Beginning in the late 1960's/ people with mental retar- 
dation/ along with their families and advocates/ successfully 
pushed for normalization of the lives of people with intellectual 
disabilities. Over the past two decades many large state 
institutions for people with intellectual disabilities have been 
closed or had their populations greatly reduced. Various types 
of small group living arrangements have been established in 
cOiTimuni t ies to take their place. 2 

There has been a similar deinstitutionalization trend in the 
treatment of people with mental or psychiatric disabilities. 
Community treatment for people with mental disabilities was 
promoted in the late 1950's and 60's and the large state 
hospitals discharged vast numbers of patients to an uncertain 
existence in cities all across the U.S. 

Fourth/ the emphasis in meeting the needs of older people 
has shifted from institutional care (particularly nursing home 
care) to home and community based assistance. Older people and 
their advocates are waging a struggle to develop a "continuum of 

^ More recently/ living arrangements offering greater 
degrees of independence have been established where assistance 
with activities of daily living is provided only to the extent 
needed. For example/ a number of people may live in a small 
apartment complex and share the services of an assistant who 
comes in as needed to help with paying billS/ filling out forms/ 
shopping and so on. 

O 1 9 
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long term care" where nursing homes are only one of several 
elements/ rather than the primary locus of assistance for older 
people with functional limitations. In some states the 
establishment of new nursing homes has declined greatly/ though 
this has not always been accompanied by the development of 
community-based services. 

A fifth factor increasing the demand for personal assistance 
services has been the transformation U.S. families have undergone 
over the past several decades. Chanaes have occurred which have 
made families less able to take upon themselves the job of 
providing personal assistance to their disabled members. A 
majority of working-age women now hold jobs outside the home. 
Rising divorce rates/ shrinking family size and the growth in 
single-parent families have all contributed to the family's 
decreasing ability to provide personal assistance services for 
their disabled members of all ages (Oktay & Palley/ 1983). From 
an Independent Living standpoint/ moreover/ it is often 
undesirable for family members to provide such services/ even if 
they are able to do so. Employing a personal assistant allows 
all the family members more freedom and enables the member with a 
disability to function as an autonomous being rather than remain 
in a relationship that fosters dependency. 

Finally/ during the late 1970's and early 1980's/ the 
federal and state governments became very interested in the 
replacement of institutional care by community-based services/ 
which include personal assistance services/ because this seemed 
to be a more economical way to treat disabled people unable to 
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rnanaqe completely for themselves. 

The need for community-based personal assistance services^ 
then^ is clearly on the national agenda. Despite the growing 
need and interests however^ the federal government has neither 
promoted the development of these services nor established a 
coherent policy on the issue. ^ Jurisdiction over various 
personal assistance programs and policies is divided among 
numerous federal agencies and congressional committees. There is 
no coordinated "system". 

In the absence of a comprehensive federal policy and funding 
for personal assistance services/ some states have tried to piece 
together several federal funding sources into a state program; a 
few other states have tried to meet the need by developing their 
Own policy and program; still other states have done nothing in 
the area and^ as a results have almost no personal assistance 
services av a liable. 

The lack of a comprehensive; coordinated national policy 
often means that^ even where the services are available at all; 
users either have to maneuver through a fragmented maze of 
service programs in order to put together a package of required 
services/ make do with services that are inadeauate^ or remain in 
an institution/ nursing home/ or isolated at home with their 
f amil ies . 



^ In contrast/ a nursing home policy does exist. Currently 
the government/ through Medicaid (see Chapter II)/ will pay for 
people who are disabled and who meet the income guidelines to 
live in nursing homes for the rest of their lives. Clearly a 
policy for personal assistance services would greatly reduce the 
need for nursing homes for such people. 

E± 21 
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In addition/ those programs that do exist usually provide 
assistants only for poor people. This means that people either 
need to have incomes below the poverty level or they need to earn 
enough not only to support themselves but also to pay for an 
assistant. The resulting need to earn a relatively high income 
thus discourages people from working/ thereby increasing/ rather 
than decreasing/ public expenditures on the disabled. ^ 



Why WID is Studying Attendant Services 
The VJorld Institute on Disability is well equipped to 
examine the issues surrounding personal assistance services 
because its staff thoroughly recognizes/ from a number of 
perspectives/ that personal assistance services are often the key 
to Independent Living for people of all ages with moderate and 
extensive disabilities. In the first place/ those staff who use 
assistants have/ of course/ learned the importance of personal 
assistance services in their lives. Second/ several staff 
members have held key policy positions in state or federal 



These disincentives to employment built into the current 
attendant service eligibility requirements should eventually be 
eroded by Section 1619 of the Social Security Act Vvhich was made 
permanent in November of 1966 and which takes effect June 1987. 
Under Sec. 1619/ disabled people already receiving SSI who go to 
work are now allowed to retain Medicaid-f unded medical benefits 
and federally-funded attendant services/ where they exist/ as 
long as the disabled individual: 1) continues to meet the SSI 
resource or asset limits/ and 2) his or her earnings do not 
exceed a "reasonable equivalent" of the cocbinat ion of previous 
SSI payments/ Medicaid medical benefits ond pjbl icl y-f unded 
attendant services. In addition/ individuals may shi^^. back onto 
full SSI benefits if for some reason the job does not continue. 
Unfortunately/ people receiving personal assistance services from 
solely state-funded programs may not necessarily retain these 
services unless the state links eligibility to SSI eligibility. 
Obviously, Sec. 1619 will have no impact on the bulk of personal 
assistance service users, i.e. people over ages 60 or 65. 
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government and have an appreciation of the pluralistic nature of 
the policy process and the role the respective levels of govern- 
ment/ as well as the private sector/ play in setting social 
policy. Third/ WID was established by several founders of the 
Independent Living Movement in order to examine public policy 
issues from the perspective of ^hat moveinent. Fourth/ the 
Institute is located in California/ which has the oldest and 
largest pub 1 ic 1 y- funded personal assistance service program in 
the country. ^ 

We are asked continually by people with disabilities how the 
California system can be used as a model in other localities* We 
are acutely aware of the dearth of adequate personal assistance 
services in most other parts of the country despite the growing 
demand for those services. It is clear that the lack of 
satisfactory personal assistance services is a major obstacle 
preventing many peop''^^' with disabilities from achieving the goal 
of living independently. 

On the one hand/ then/ the WID staff know well the pivotal 
importance of personal assistance services to people with a wide 
range of disabilities. On the other hand/ they have al so been 
very aware of the inadequacy and spotty distribution of personal 
assistance services across the country and of the complete 
absence of information on the nature and extent of those services 



^ This is no coincidence. We believe/ in fact/ that the 
first Independent Living Center was established in California 
because the well-developed California personal assistance service 
system provided disabled CalifornianS/ including many of the WID 
staff/ the services they needed to enable them to ^leet and work 
together for independence* 
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that do exist. These considerations led the World Institute on 
Disability to undertake a survey of every publicly-funded 
personal assistance program in the country offering personal 
maintenance, hygiene, mobility and household assistance services 
in order to provide for the first time an accurate and 
comprehensive picture of the state of these key services in the 
United States today. This report presents the findings of that 
survey. 

Other significant sectors of the disabled community, as 
well, are recognizing personal assistance services as an issue 
whose time has come. The National Council on the Handicapped 
(NCH), a body which advises Congress and the President on policy 
issues related to disability, has selected personal assistance 
services as one of its priority issues. We have relied on the 
results of their conferences on personal assistance services, 
which WID helped organize, in conducting this research. 

We believe that the data presented in this report begins to 
provide a basis on which the National Council on the Handicapped 
and other policy makers, planners, and consumer organizations can 
evaluate the current policies and services and determine what 
needs to be done to develop an adequate and equitable national 
system of personal assistance services for all those who need 
them . 

The Concept of Personal Assistance and Attendant Services 
This report covers the availability of attendant services 
only. Attendant services are a subset of the full range of 
personal assistance services disabled people need to function 
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independently in the community (see footnote 1, page 1, and 
Nosek/ 1986). Attendant services include assistance with 
personal hygiene/ mobility and household maintenance tasks. 
Often these services are separated into groups and offered by 
separate programs. To compound the confusion/ they are called by 
other names as well: personal care services/ personal care 
attendant services/ home health aide services/ homemaker 
services/ chore services.^ (See Appendix A for some 
definitions . ) 

Our conception of appropriate personal assistance services 
goes much deeper than a simple listing of tasks, however. Of 
major importance is that personal assistance service users have 
the opportunity/ if desired/ to exercise as much control as they 
are capable of handling over the direction and provision of these 
services - i.e. who does them/ how, and when. This concept of 
personal assistance is the Independent Living Movement's 
preferred model of service provision. The model rests on the 
philosophy that to be independent means to be empowered and self- 
directed.. Independence does not mean that one must be able to 
perform all tasks alone without help from another human being. 
This distinction may appear to some as not very significant/ but 
it is absolutely crucial for people of all ages with extensive 
disabilities. Such individuals may be able to perform few if any 

^ In discussing and defining personal assistance and 
attendant services/ we deliberately avoid the use of the term 
"care" (e.g. attendant care , personal care, etc.) because it 
implies that the disabled person passively receives the 
ministrations of the attendant. In our view/ care is what sick 
people receive. Disabled people are not sick and, therefore/ do 
not need 'care". They need an assistant. 
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daily living tasks without assistanco, but this fact has no 
bearing on their right to determine when, where and how these 
tasks are performed. For people who are unable or unwilling 
totally to direct their own services/ the option to receive 
services from assistants who are trained and supervised by a 
public or private agency should be available. 

In addition/ personal assistance services are personal 
assistance services even when they are performed by members of 
one's family. Consequently/ family members who provide such 
services at the request of the user deserve to receive 
compensation for their labor. People with extensive disabilities 
may require 20 or more hours of assistance per week/ the 
equivalent of a half-time job. This amount of assistance/ which 
is quite beyond what family members would do f »r each other if 
none were disabled/ clearly cuts into the time that would 
otherwise be available for outside employment and other familial 
duties. The vast majority of people who provide volunteer 
personal assistance in the U,S. are women (Reaser/ 1985), In 
particular/ most of these volunteers are middle-aged women 
performing attendant services for an aging parent/ because most 
of the people requiring personal assistance are older people. 
These volunteer assistants are often prevented from seeking paid 
employment/ a situation which greatly contributes to poverty 
among women. Clearly/ when families maintain disabled menibers 
outside of institutions/ they may save the government much money, 
but providing these services on a volunteer basis substantially 
reduces the family's earning potential and may limit the person 
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with a disability from achieving full independence. Having to 
depend upon the charity or good will of family and friends places 
the user in a dependent rather than an independent position. In 
addition/ when family members are forced by economic or other 
reasons to provide attendant serviceSf the resulting stress can 
lead to psychological or physical abuse of the person who is 
disabled. 

The Independent Living conception of attendant services also 
recognizes the need co augment regular service delivery systems 
with both emergency and short-term services/ commonly referred to 
as respite. Emergency attendant services provide assistants in 
cases of emergency/ for example when attendants cannot perform 
their duties because of sickness or personal difficulties and not 
enough notice can be given to make other arrangements. In cases 
where a disabled individual lives alone and has no relatives or 
friends who can help out at the last minute/ emergency back-up 
services are crucial. 

Short-term seivices are intermittent atte idant services 
replacing family members or regular assistants on a scheduled 
basis- They enable the individual ^-^ho is disabled to get both 
the assistance needed and an opportunity to be independent of the 
fa' ^^v for brief periods- Short-term person.iil assistance also 
al 3 the family momber to lee 'e the home for anything from a 
few hours for errands to an evening out or several weeks' 
vacation- Emergency and short-term workers should be trained so 
they can go into a variety of situations/ including homes with 
non-directing disabled persons. Pools of such workers should be 



ERLC 



27 



13 

available. ^ 

Finally/ personal assistance services are only a part of the 
"Complex Cube of Long Term Care" which "includes the areas of 
health care, social services/ housing/ transportation, income 
security and jobs" (Oriel/ 1985/ p. 15). Personal assistance 
services by themselves are not sufficient t-^ enable people with 
disabilities to live to their maximum poter il in the community 
but they are absolutely necessary to achievement of this goal. 

Potential User Population for Attendant Services 
The population of potential users of attendant services is 
large and diverse. It includes people of any age and with any 
disability - be it physical/ sensory/ intellectual or mental- 
which results in long-term functional limitations that impair an 
individual's ability to maintain independence (see Zola/ 1986 for 
a fuller discussion). 



Short-term services are part of the continuum of personal 
assistance services. Some people need these services daily/ some 
need them several times a week and others need services on 
occasions when family members have to leave the home. Short-term 
services serve the person who is disabled by breaking the chain 
of mutual dependency between the disabled family member of any 
age and the rest of the family. Power dynamics in families can 
be changed by another person coming into the home for brief 
periods. Because families may have to provide major amounts of 
service/ the disabled individual may be made the victim of the 
family's stress. In these situations/ the disabled individual 
needs a break from the family and the routine equally as much as 
the family. Short-term personal assistance should be seen as an 
opportunity for the dicabled individual to get out of the houses 
go on visits/ see a film or even take a trip. Usually the family 
goes away for a good time and the disabled person stays at home 
or t even worse/ is sent to a hospital. 
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Th(g notion of who nssds or csn us$ 3n Bssistsnt hss exp3ri<39c3 
in the last few years. It is generally accepted that people with 
physical disabilities often need assistance. More recently/ 
however/ people with ixental or intellectual disabilities but no 
physical limitations have also begun to use assistants to help 
them function effectively in the community. Such assistants may 
help people pay bjllS/ k^ep financial records/ make up shopping 
listS/ deal with landlords/ etc. 

The user population includes people of all ages. There has 
been a tendency to treat older people with functional limi- 
tations/ disabled working age people and disabled children as 
three distinct groups with totally different service needs. 
However/ older people who have functional limitations are 
disabled in the same sense that younger disabled people are- 
that is, they are limited in their ability to perform life- 
maintaining tasks without assistance. Whether young or old/ 
disabled peopl(? may be at risk of isolation/ physical harm and 
inst i tut iona lization be cause of their functional limitations. 
The causes of these limitations may vary somewhat/ but the 
effects are often very similar. Furthermore/ older people with 
functional limitations have as much need to maintain control over 
their lives and the services they receive as younger people with 
disabilities. ThuS/ not only are personal assistance services 
often the appropriate aiiswer for many older people with 
disabilities/ but the principles of the Independent Living 
Movement apply to them as well. 

If personal assistance has not been widely recognized as a 
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nipans of fost<=*ring older pponlp^s inrJpppndenrp* thp upp of non- 
family paid providers to foster independence in disabled children 
has hardly even been considered. Making such assistance 
available has several benefits* It can alleviate financial 
pressure on families by allowing parents to take outside 
employment. This is particularly true in cases where a child 
with a disability needs assistance throughout the day and there 
are no volunteer resources availab''e. 

Second/ personal assistants for children can relieve the 
emotional strain that frequently develops within families as 
siblings (and sometimes parents) come co resent the 
disproportionate amount of time that parents must devote to a 
child who is disabled. 

Finally/ providing personal assistants for children with 
disabilities allows them a more normal process of development and 
maturation. It allows them to go places (thus gradually expanding 
their rang^? of mobility); engage in recreational pursuits/ and- 
parcicularJi important during adolescence - interact with peers. 
AlsO/ children with disabilities; assisted by an attendant; can 
begin taking on family chores and duties - such as setting the 
table or taking out the garbage - just as non-disabled children 
do as a normal part of growing up. 

This list of benefits obtained by providing attendants for 
children of all ages could go on and on. The primary point; 
however; is that the process of developing one*s independence and 
self-management skills commences long before a person with a 
disability reaches adulthood. It is a process that occurs 
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throughout the normal course of development that all children qo 
through . 

Not only does the Independent Living view of the potential 
attendant service user population include people of all ages, it 
also includes people in various living arrangements. People with 
functional limitations who live independently obviously need 
assistance. People living with their families also need 
assistance; whether in the form of occasional short-term services 
or on a regular basis, so that the disabled person has more 
independence and the family member, relieved of attendant duties, 
is free to work and/or maintain the home. Attendants may also 
work for clients in various congregate living arrangements such 
as cluster housing and group homes. In these situations, 
attendants m^y be shared by several people, though this type of 
arrangement has drawbacks because it frequently means that the 
individual user loses control over when and how long the 
attendant is available. 

In addition, people can use personal assistance not only at 
home but also at work, recreation and travel. 

Corollary to this inclusive definition of who can benefit 
from personal assistance services is the proposition that the 
medical diagnostic category a person falls into should have no 
bearing on his or her eligibility for services, since people with 
similar diagnoses may have dissimilar functional abilities and 
face different sets of environmental constraints. Determination 
of need for personal assistance should be based on a functional 
assessment which measures one*s abilities and limitations in 
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performing necessary activities of daily living within a 
particular environment • 

Overview of the Survey 

This reoort is based on the results of a survey - conducted 
by mail or telephone from February 1985 to January 1986 - of 
administrators of every program in the United States (excluding 
Puerto Rico and the U.S. territories) which provided personal 
maintenance and hygiene and/or household assistance services on 
either a regular or short-term basis. 

Programs for disabled people of all ages were included 
except those exclusively for people with mental disabilities 
("mental illness'*) and/or people with intellectual disabilities 
("mental retardation"). Because of fragmentation of the service 
system/ these programs are administered separately and would have 
required substantial additional resources to locate and survey. 
One-hundred seventy-three programs meeting these criteria were 
identified. Nineteen of these; for various reasons; are not 
included in the results presented here. 8 a detailed discussion 
of the survey methodology can be found in Appendix B. A copy of 
the questionnaire is in Appendix C. 

The questions addressed by WID*s survey and by this report 
aie the following: 

1. What are the goals of the programs? How are the 

programs structured? What are their administering 



Throughout this report, when a table refers to data from 
fewer than the 154 programs in the da^-a set, the actual number of 
programs responding to that item has been noted. 
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agencies/ funding sources and eligibility criteria? 
What services are provided and who provides them? 

2. How well do the programs m^^et scope and quality 
criteria for an adequate attendant services system 
developed by the participants at the July 1985 
conference in V^ashington, D . C . sponsored by the 
National Cou.icil on the Handicapped in conjunction with 
the World Institute on Disability? 

3. Where do programs fall along the cont inuum between 
the Independent Living and medical models? (3ee p. 67 
for description of program models.) 

4. What is the degree of attendant service 
utilization, i.e. how many people are currently 
receiving some type of attendant services? How does 
this number compare to the number of people who could 
benefit from such services? 

5. Are attendant services equitably distributed across 
the U.S.? 
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CHAPTER IT 

DEVELOPMENT OF PERSONAL ASSISTANCE SERVICES IN THE U.S. 



There are several federal and state programs that currently 
provide at least part of the constellation of personal assistance 
services needed by people who are disabled. The oldest and 
largest arose with the development of the U.S. social welfare 
system, in particular the 1965 amendments to the Social Security 
Act which established Medicaid (Title XIX) and the 1974 
amendments which createo Title XX/ which in 1981 became the 
Social Services Block Grant program.^ 



Medicaid - Title XIX 
Medicaid was established to provide medical assistance to 
low-income people of all ages. There are no federal funding 
limits. The program is financed jointly by federal and state 
funds/ with the state's share varying from 22.5% to 50%. In 
addition/ the bulk of Medicaid funds go toward hospital/ nursing 
home and institutional services. States are required minimally 
to deliver health-related home services from a certified Home 



Medicare (Title XVIII of the Social Security Act) was also 
created in 1965 to provide health insurance benefits/ primarily 
for those eligible for Social Security Retirement Benefits. 
Until recently, it provided medically related services to 
homebound people for a very limited period/ post hospitalization. 
In the early 1980's the limitations on number of visits was 
removed. Though this obstacle has been removed/ the "homebound" 
and "medically related" provisions remain. The homebound 
provision requires that recipients be so ill or disabled that 
they seldom if ever leave the house. And the medically related 
provision requires that all services provided must be certified 
by the physician as relating to maintenance of the individual's 
health. Even if interpreted liberally/ these provisions continue 
to make Medicare a dubious source for personal assistance service 
dollairs. 
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Health Aide or Registered Nurse. Beyond this minimum there are 
wide variations from state to state in home and community-based 
service benefits offered, groups covered, income eligibility 
criteria, cost sharing formulae and levels of provider 
reimbursement. States have the option to provide, in addition to 
home health services, "personal care services" in the home - such 
as dressing, feeding, bathing, an.bulation and transfers - from a 
less skilled provider on a long term basis. 

Even with the "personal care" option and the Medicaid Home 
and Community-Based Services Waivers (see page 23), the thrust of 
Medicaid home-delivered services is still heavily weighted toward 
medically related services. Programs require frequent 
supervision by a Registered Nurse. Physicians must certify that 
services are in some way related to maintenance of an 
individual's health. Personal assistance services have to be 
delivered by certified Home Health Aides or less skilled agency- 
trained, not user-trained/ individuals. 

A few cities and states have found innovative ways to work 
within the medicai:y oriented Medicaid framework and still make 
it possible for individuals who are disabled to maintain a great 
deal of control over who delivers the service and how it is 
delivered. In Denver, Boston, New York City and a few other 
areas, the Independent Living Programs have been designated as 
Home Health Agencies. They in turn allow disabled people to hire 
and tr.iin their own assistants, with Center approval, and some 
even pay the assistant's wages directly to the consumer who then 
pays his or her own assistant. 
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Title XX and Social Services Block Grrdnl (SSBG) 
Between 1975 and 1981, Title XX of the Social Security Act 
provided funding for four social service program goals, one of 
which was the prevention of institutionalization by providing 
community or home based services including hcmeinaker, chore and 
home health aide services. 10 Title XX was restructured in 1981 
as a block grant to states, generally allocated on the basis of 
the state's population, with no state matching requirement. 
Since 1975, however, the funding level for Title XX/Social 
Services Block Grant (SSBG) has been raised very little, from 
$2.57 billion in 1976 to $2.7 billion for 1984, 1985 and 1986. 

Under the block grant, each state designs its own mix of 
services and determinGS eligibility requirements. In general, 
however, states still use SSBG for services to the poor. The 
exception is protective and emergency services directed at 
preventing abuse of children or adults, which are provided 
without regard to income and which include personal assistance. 

Most of the states still provide home based services of some 
sort using SSBG monies, but few have developed comprehensive SSBG 
attendant services programs which encompass personal maintenance , 
hygiene, mobility and household assistance. California's In^Home 
Supportive Services system (IHSS), with expenditures of $370 
million in FY85-86 and a case load of 111,300, is a notable 
except ion . 

It is also common for states to combine Medicaid funds for 
"personal care" with SSBG monies for household assistance either 

10 See Appendix A for definitions. 



in one program or in a service package for an individual who 
requires both services. The latter arrangement occurs in states 
with less developed soc i a 1/ hea 1 1 h service systems and is the 
least desirable because the disabled consumer must deal with two 
different providers and with two different sets of regulations 
and administrative staffs. 

Older Americans Act - Title III 
The most recent social we 1 fare program offering personal 
assistance services was established under Title III of the Older 
Americans Act. Title III was designed to either augment existing 
services or to develop new ones to meet tho needs of people over 
60 years old. Unlike Medicaid and SSBG programs, there are no 
income eligibility rules for Title III, though federal 
regulations encourage local Area Agencies on Aging to target 
poorer people, as program funds are limited. 

The program requires that states expend an "adequate 
proportion" of their allotted funds for a wide variety of 
services, including personal assistance services such as 
"personal care", chore, housekeeping, shopping, interpreting and 
translating, repairs/maintenance/renovations, escort and letter 
writing or reading, unless the state agencies can demonstrate 
that such services are already adequately available through some 
other source. In general, the Area Agencies on Aging supplement 
Medicaid and Title XX funding for hi^me care services with Title 
III funds. In addition, states receive separate allotments for 
^ome-delivered and congregaLe meals for older people, services 
which by themselves may enable a person to remain independent in 
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his or her own home. 

Although Title III programs have grown since the early 
1970's/ Title III funds are limited and cannot begin to fill the 
need for the myriad of services Title III recognizes as necessary 
to pr^ rnL unnecessary and debilitating institutionalization or 
isolation within the home/ including legal services/ information 
and referral and nursing home ombudsmen piograms. Given the 
breadth of Title III services/ even a large increase over the 
existing funding allocation cannot go far. Another difficulty 
with Title III is that personal assistance services under Title 
III/ where they do exist/ are offered solely by Contract and 
Government agency workers/ the least user controlled service 
delivery systems and the most expensive. However/ it is 
important to note that while Title III seems to provide personal 
assistance services for very few people at this time/ it is a 
very enlightened policy. Unlike the other funding sources/ Title 
III actually includes services for people with all types of 
disabilities - physical/ mental/ intellectual/ communication and 
sensory. Thus readers/ interpreters and companions are included 
in the service package. 

Medicaid Waivers 
A major attempt to invest igate ways to halt the growth of 
Medicaid expenditure/ the largest proportion of which goes toward 
institutional and nursing home care of people with intellectual 
disabilities and older people in particular/ was the development 
of the Medicaid Waiver program in 1979. States can apply for a 
Waiver of the regular Medicaid rules to deliver a variety of home 
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and community-based services to older people or people with 
emotional or intellectual disabilities in order to avoid institu- 
tionalization. An assumption underlying the waiver programs was 
that home and community based services are less costly than 
institutional services* Among the services which are provided by 
waiver programs are attendant and short-term (respite) services. 
Under this program states can waive the usual Medicaid require- 
ments with approval of the Health Care Financing Administration 
(HCFA), including broadening the array of services offered, 
liberalizing income eligibility for parents of eligible children 
and providing services only to certain populations. 

Currently there is considerable tension between the Health 
Care Financing Administration (HCFA) and the states regarding use 
of the Waivers. States are using Waiver monies to increase 
development of no n ins t i t u t i on a 1 services. Theoretically the 
availability of more community and home health services could cut 
down on nursing home costs, but the U.S. Government Accounting 
Office (1982) argues that increased demand could offset any 
savings. Consequently federal authorities, whose major concern is 
controlling Medicaid expenditures, have tried to reduce greatly 
the number of people who can be covered by the waivers. These 
officials argue that, since the number of people who would 
ordinarily be in a nursing home is limited to the number of 
nursing home beds which exist in any particular state (an amount 
which varies widely), then the number of people on the waiver 
must be limited to those who quite literally would be admitted to 
a nursing home if it weren't for the waiver. Since those who 
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aren't admitted because of bed shortages somehow get their needs 
met in other settings by family and friends/ the argument goes, 
the federal government has no responsibility to maintain these 
people, H In addition/ the federal government requires states 
not to spend on any one individual more than the average cost of 
what it takes to maintain people in nursing homes/ less a certain 
percentage for r o o m - a n d - b o a r d costs. This last rule 
discriminated against people with extensive disabilities because 
the bulk of people in nursing homes are older people with fewer 
service needs and presumably lower average service costs. 
Responding to pressure, Congress has now changed this rule so 
that there is a two-tiered limit - one the average cost of 
maintaining physically disabled people and the other the average 
cost of maintaining other nursing home residents (Consolidated 
Omnibus Budget Reconciliation Act, 1985). 

In contrast to the federal government's position, state 
administrators, who face a growing demand for home-delivered 
services, originally view^id the waivers as the opening of a way 
to expand Medicaid coverage to very comprehensive home/community 
based services for all who need it. At this point, unfortu- 
nately, the federal government is using its approval authority to 
deny or impede applications for and renewals of waivers 
(Association for Retarded Citizens, 1985, pp. 6-7). As a result. 



Emma Gunterman, Senior Advocate for the California Rural 
Legal Assistance Foundation, in a private communication ( 1986) 
stated that "it is a myth that all of these persons have 
relatives and friends and, if they have them, that they can give 
that level of care. Persons who physically qualify for nursing 
facility care often end up in County Hospitals." 
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comparatively few disabled people are served through the waiver 
programs . 

Solely State and Locally Funded Programs 
The development of Medicaid Waiver Programs coincided with 
the establishment of a number of state-funded, consumer oriented 
programs, largely as a result of the development of the 
Independent Living Movement. In the past 20 years there had been 
a sharp increase in the number of young people with extensive 
cisabilities, people who in earlier periods would most certainly 
have died of respiratory complications and spl.ial cord injurier 
in particular. Increased survival rates occurred because of 
advances in medical technology made in response to the polio 
epidemic of the 1950's, World War II, the Korean War and the 
Vietnam War as well as major progress in intensive care and 
emergency medical technique in the late 1970's and the 1980's. 
Once stabilized medically, many of those who survived faced a 
full lifetime in a nursing home, dependence upon their families 
until the parents become too old to provide the necessary 
attendant services, or dependence upon service programs that 
encouraged dependence and poverty. 

Those attendant service programs which existed for non- 
veterans were only available from home health agencies or 
government workers to those whose income and assets were at or 
near the poverty level. People with extensive disabilities faced 
a dilemma. They either had to earn a substantial income in order 
to pay for - u s e r - d i r e c t e d personal assistant and other 
disability related expenses out of pocket, or they had to not 
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work at all and receive federal disability inromp in order to 
qualify for Medicaid and SSBG services which provided personal 
assistance according to the hours and plans of the assistant. ?or 
many people with disabilities, as for most members of cur 
society, earning a high income is not an achievable goal. And it 
is even less achievable for people with extensive disabili'^ies 
who may be able to work only part time or have inad'^quate 
education. As a consequence, publicly funded personal assistance 
services which would allow an individual to live in his or her 
own home with maximum personal control over how services are 
delivered combined with the opportunity to work as much as 
possible became a major goal of the Independent Living Movement. 

During the late 1970's and early 1980's, a number of states 
responded to this need by creating personal assistance service 
programs funded entirely by state and local sources which not 
only allowed disabled people to hire, train and, if necessary, 
fire their own assistants but also had realistic cost-sharing 
formulae allowing people with disabilities to work and still 
receive a personal assistant subsidy payment. 

Veterans* Aid and Attendance Allowance 
In addition to Medicaid, SSBG, Title III and state-funded 
personal assistance programs, there is also the "Aid and 
Attendance Allowance" furnished to Veterans in addition to their 
monrrily compensation for disability incurred during active 
service in the line of duty (Title 38, 1984). Eligible veterans 
in need of regular aid and attendance received either $906 or 
$1,?50 (if they were at risk of institutionalization) to purchase 
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the service of a personal assistant who is either a familv 
rnernber, hired through an agency or is an individual provider. 
The individual receiving the higher rate of compensat on is 
considered to need "personal health-care services" which must be 
provided by a person either licensed to provide these services or 
supervised by a licensed health care professional. 

Beyond the various federal and state programs offering part 
of the constellation of services currently available, another 
factor shaping the nature of personal assistance service programs 
in the U.S. is the socio-ecrn ,Ac situation of the individual 
states. Since the eligibility requirements, services delivered 
and levels of provider reimbursement are determined on the state 
level for all programs except those for veterans, the level of 
prosperity in the state and its orientation toward social welfare 
programs play a major role in determining who has access to 
personal assistance services. Iii general, social service 
programs of all kinds, including personal assistance services, 
are very sparse in the Southwest and Southeast. Some states have 
one or two major programs that serve all ages and disability 
groups, e.g. Illinois and California: others have several 
programs which target special groups or which must be combined to 
deliver an entire service package. 

Much of the survey data presented in the following chapters 
will serve to expand this discussion by presenting the current 
state of personal assistance services in the U.S. 
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CHAPTER III 
PROGRAM GOALS/ ADMINISTRATION AND FUNDING 



There are 173 programs in the U.S. that offer comprehensive 
or selected personal assistance services on a long-term or short- 
term (respite) basis. As shown in Table 1, 154 (89%) of these 
were included in the survey results. 12 .p^is chapter gives an 
overview of the number per state, their year of implementation, 
the goals of these programs, the state agencies administering the 
programs, and their funding sources. 



Goal s 

Virtually all of the programs (96%), according to their 
administrators, are directed at preventing institutionalization 
by making it possible to keep people in their own homes or 
communities. Two-thirds of the administrators state that 
containing the cost of long term care is also an objective of 
their programs. Only 16 programs (10%) are aimed at allowing 
people to work, or emphasize work as a goal, while still 
providing a personal assistance service subsidy. 



Three administrators refused to cooperate? three 
questionnaires arrived too late to be counted, and 13 programs 
were not included because the State Area Agency on Aging had no 
overall statewide data on the Title III services in their states. 
Four programs, the Home Health Agency Programs in Alaska and 
Massachusetts, and the Chore Program and Homemaker programs in 
Massachusetts, were interviewed but were subsequently dropped 
from the survey results because they did not seem to be programs 
that offered long-term services. There may be others we should 
not have included, most likely a few of the purely "personal 
care" programs, but we decided to rely on administrator judgment 
unless the program was obviously delivering only acute health 
care and nursing services. Readers should note that, because 
administrators could not always answer every question, the number 
of programs responding to a parti'^ular question is noted in the 
tables where appropriate. 
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TABLE 1 
NUMBER OF PROGRAMS BY STATE 



# of Programs # of Programs 

in Sample not in Sample Total 



Alabama 


3 


lb 


4 


Alaska 


3 




3 


Arizona 


1 




1 


Arkansas 


2 




2 


Call f ornia 


4 




4 


Colorado 


3 


ic 


4 


Connecticut 


5 




5 


Delaware 


2 




2 


Florida 


5 




5 


Georgia 


1 


2b, c 


3 


Hawaii 


3 




3 


Idaho 


3 




3 


Illinois 


2 




2 


Indiana 


4 




4 


Iowa 


2 




2 


Kansas 


4 




4 


Kentucky 


3 


lb 


4 


Louxoiana 


0 


lb 


1 


Ma ine 


5 




5 


Maryland 


3 


2b 


5 


Massachusetts 


6 




6 


Michigan 


3 




3 


Minnesota 


2 


la 


3 


Hissi ssippi 


2 




2 


Mi ssouri 


6 




6 


Montana 


4 




4 


Nebraska 


3 


lb 


4 


Nevada 


4 




4 
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# of Programs # of Progran^s 
State in Sample not in Sample Total 



New Hampshire 


4 




4 


New Jersey 


3 


lb 


4 


New Mexico 


5 




5 


New York 


6 




6 


North Carolina 


2 


23 


4 


North Dakota 


1 




1 


Ohio 


6 




6 


Oklahoma 


2 


lb 


3 


Oregon 


2 




2 


Pennsyl van ia 


3 




3 


Rhode Island 


4 




4 


South Carolina 


2 


lb 


3 


South Dakota 


3 




3 


Tennessee 


1 




1 


Texas 


4 




4 


Utah 


3 




3 


Vermont 


2 




2 


Virginia 


2 


lb 


3 


Washington 


2 




2 


West Virginia 


1 


ic 


2 


Wisconsin 


5 




5 


Wyoming 


1 


la 


2 


Dist.of Columbia 


2 


lb 


3 



TOTAL 154 19 



Refusals: Minnesota Waiver Program and North Carolina and 
Wyoming Title XX Programs 

Title III Programs for which state agency on Aging had no 
state-wide data 

^ Waivers: Questionnaires arrived too late to bo included in data 
set* 
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Number Per State 
On the average there are three programs per state. The 
range is from one program each in Arizona, Louisiana, North 
Dakota and Tennessee, to six each in Massachusetts, Missouri, New 
York, and Ohio, with the most frequent number of programs per 
state being two. It is encouraging to note that there is no 
state without a personal assistance service program of some sort, 
which means there is a basis upon which to build and demonstrate 
the extent of need in any particular state. This does not mean, 
however, that anywhere near all the people who need services are 
being served. 

Year of Implementation 

The programs range in age from 32 years old to less than one 
year old (Fig. 1). Only four programs were in existence before 
Titles XVIII (Medicare) and XIX (Medicaid) of the Social Security 
Act were enacted. The four programs established prior to 1965 
were the Connecticut Essential oervices Program (1954), the 
Montana Home Attendant Program (1954), the In-Home Supportive 
Service Program in California (1959) and Washington, D.C.'s In- 
Home Support Services Program (1958). 

After the establishment of Medicaid and Medicare, the number 
of programs grew slowly. The rate of increase rose after the 
Title XX (Social Services Block Grant) was enacted in 1974 and 
remained at a fairly steady rate of increase until the 1980's. 
Eighty programs (56%) started after 1980, among them the 37 
Medicaid Waiver Programs for physically disabled children and 
adults of all ages authorized as a result of the Omnibus Budget 
Reconciliation Act of 1981. As noted earlier, the federal 

47 
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government greatly decreased the number of Waiver approvals 
beginning in 1985, and it is likely that the number of new 
federal programs being initiated will continue to be sharply 
reduced unless there is a change m federal policy. 
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Figure 1 

NUMBER OF ATTENDANT SERVICE PROGRAMS 
IMPLEMENTED BY YEAR (n=145) 



18 

17 

16 
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1 11 
I 10 

o 9 
^ 8 
^ 7 



1954 58 59 
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Medicaid Waiver Programs ^ 
Other Prosrams 






H- 

c 



4^ 



65 66 67 68 69 70 71 72 73 74 75 76 77 78 79 80 81 82 83 84 85 

Year 

^ One waiver nrogram administrator did not know the date the program was 
imp emented. One waiver program was established in 1970 and receivcd'a waiver in 
1981 . It IS included among the five programs established in 1970. Waiver programs 
exclusively for people wiUi mental and intellectual disabilities are not included 
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Administering Agencies 
The bulk of programs (45%) are administered by the state 
level agencies (often called Departments of Social Services/ 
Human Resources or Public Welfare) which have jurisdiction over 
social, health and welfare programs. As can be seen in Figure 2, 
27% of the programs are administered by the State Agencies on 
Aging directly; 17% are administered by either medical assistance 
or health departments. State vocational rehabilitation agencies 
administer only 7% of the programs using funds from state 
sources, not federal vocational rehabilitation allocations. An 
unexpected finding is that the personal assistance services 
programs in Maine, Nevada, North Carolina, and South Dakota are 
administered directly by an Independent Living Program. 



Fisure2 



TYPES OF ADMINISTERING AGENCIES (n=147) 



General Social vService 
Departments 

Slate Agencies 
on Aging 

Medical Assistance 

Vocational 
Rehabilitation 

Health Departments 

Independent Living 
Programs 

Other 




4% 
3% 
3% 



10 



20 



30 
Percent 



45% 



40 



50 
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Funding Sources 

More than a third of the programs rely on Medicaid fundS/ 
including expenditures under Medicaid Waivers granted by the 
Health Care Financing Adrrinist rat iop of the U.S. Department of 
Health and Human Services (Table 2). As explained above/ state 
Medicaid programs combine fecaral/ state and (in some states) 
local funds. Somewhat less than a quarter of the personal 
assistance programs are funded by Social Services Block Grants/ 
Titl^ XX of the Social Security Act. Twenty-two percent of the 
programs are funded entirely from state or local sources. 
Allocations from Title III of the Older Americans Act are the 
sole federal funding source for 10% of the personal assistance 
programs. Only 12 programs (8%) function on a combination of 
federal funding sources. The respondent for one program 
administered by an Independent Living Program reported that funds 
from Title VIIB of the Rehabilitation Act were used when the 
personal assistance program was first established/ which was the 
year included in the survey. 
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TABLE 2 



PERCENTAGE OF PERSONAL ASSISTANCE PROGRAMS 
FUNDED BY VARIOUS SOURCES (n=141) 



Funding Source 


Programs 
Numbe''^ Percent 


Title XIX. 


51 


36% 


'.itle XX (SStAi/ 


32 


22% 


State/Local 


30 


22% 


Ti M P TTT 


15 


10% 


Mixed Federal: 






Titles XIX & XX 


6 


4% 


Titles XIX, XX & III 


2 


1% 


Titles XX & III 


3 


2% 


Titles XIX £ III 


1 


.6% 


Titl'i VI IB 


1 


.6% 


^ There were 13 program administrators 
the source of funding. 


who were unable 


to specify 
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CHAPTER IV 
PROGRAM STRUCTURE 

This chapter provides a broad overview of the structure of 
the programs surveyed, including eligibility criteria, types and 
extent of services available, who actually provides the services, 
and who evaluates the user to determine service need. No attempt 
was made to judge the quality of the services provided. 

Eligibility 

Programs determine eligibility based on a large number of 
factors including age, employment status, disability type, and 
degree of poverty. 

Age Range 

Most of the programs (88%) will serve people over 60 or 65 
years old. Somewhat fewer (72%) serve adults between the ..g- 3 of 
18 and 64. Less than half (45%) sorve children. Although some 
administrators questioned whether programs can successfully serve 
people of all ages given their different needs, many programs do 
just that. Currently 41% of the programs serve people of all 
ages while 26% combine adults of all ages or children with adults 
under age 65 (Table 3). 
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TABLE 3 



AGE RANGES 


ELIGIBLE BY PROGRAMS 


(n=lb3) 


Age Range 


Programs 


Number 


Percent 


All ages 


62 


42% 


18 and above 


38 


24% 


65 and above 


36 


23% 


18 - 64 


9 


6% 


Less than 18 


6 


4% 


Less than 65 


2 


1% 



Disability Groups Served 
In terms of disability groups served, 58% of the program 
administrators say they serve people with all types of disa- 
bilities, physical (including those with brain injuries), 
intellectual and einctional. 26% of the programs serve only 
people with physical disabilities and those with brain injuries; 
and another 10% serve only those with physical disabilities 
(Table 4). 

The fact that so many programs accept people with emotional 
and intellectual as well as physical disabilities calls into 
question the hypothesis that the service system for people with 
these disabilities tends to be quite separate. It also raises 
the question of whether separate personal assistance programs for 
people with emotional and intellectual disabilities with costly 
separate administrations are really necessary. It would be most 
interesting to explore the additional personal assistance service 
programs administered through State Departments of Developmental 
Disabilities and Mental Health to determine how many of them 
there are and how they differ from the programs in this survey. 
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TABLE 4 

DISABILITIES OF INDIVIDUALS 
ELIGIBLE TO BE SERVED(n=136) 



Programs 

Disability 



Physical Disability/ Brain 
Intellectual Disability, 
Emotional Disability 


Injury, 


80 


59% 


Physical Disability, Brain 


Injury 


35 


26% 


Physical Disability 




14 


10% 


Physical Disability, Brain 
Emotional Disability 


Injury, 


5 


4% 


Physical Disability, Brain 
Intellectual Disability 


Injury, 


2 


2% 



Employment Status 
As noted earlier, only 16 out of the 154 programs inter- 
viewed encourage people to work (Table 5). In fact, six of these 
require an individual to be employed in order to be accepted for 
the program, and 4 of these programs require, in addition, that 
people be employed a minimum of 20 hours per week. 
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TABLE 5 



PROGRAMS HAVING THE GOAL OF ENCOURAGING PEOPLE TO WORK^ 



Name 



Massachusetts Personal Care Program 
Connecticut Personal Care Assistance Program 
Maine (Attendant Program for Employed People) 
Washington State Chore Services 
Pennsylvania Attendant Care Demonstration 
Nebraska Disabled Persons & Family Support Program 
Nevada Attendant Care Program 

Mississippi Independent Living Attendant Care Pilot Program 
Alaska General Relief Medical Exception Program^ 
Maryland Attendant Care Program 

Massachusetts Medical Assistance Program (for Hearing Impaired) 

North Carolina Attendant Care Program 

Ohio Personal Care Assistance Program 

South Dakota Attendant Care Program 

Utah Personal Attendant Care Program^ 

Vermont Personal Services Program 



Two other program administrators saio their program had work as 
a goal but one served only SSI eligibles and the other was a 
Title III progi.am. 
Program no longer exists 



I ncome 

Most of the programs not only do not encourage people to 
work, they require people to be poor (Figure 3). In 1985, the 
poverty level for a single person was $5,250 (US Department of 
Health and Human Services, 1985). Only 23% (35) of the 154 
programs surveyed accepted people with incomes above $10,500, 
twice the poverty level. Half (77) of the programs either had 
specific limits of $5,250 or less, or limited eligibility to 
recipients of entitlement programs (such as Supplemental Security 
Income, Medicaid, or Social Security Disability Insurance) whose 
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Figure 3 

INCOME ELIGIBILITY FOR SINGLE PERSONS 
BY NUMBER OF PROGRAMS (n=93) 
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own income eligibility limits are near or below the poverty 
X 3 

level* Thouqh there is no d^finit-iwo chn^^ r^■F t-K^ o^-^y-^ 

disabled people have to bear because of their disabilities, such 
as equipment replacement and repair, housing and clothing 
adaptation, medical insurance (if they can get it), and 
transportation, it is safe to assume that people with extensive 
disabilities earning less than $25,000 a year could not easily 
cover those expenses and the cost of an attendant for 20 or more 
hours a week. 

Only 56 programs (36%) had a graduated shared cost formula, 
i.e., a system by which disabled individuals pay more and more of 
the cost of their personal assistant based on income up to a 
certain ceiling. The most adequate of these exclude disability- 
related expenses from income or have an income ceiling over 
$20,000 per year (e.g. programs in Maryland, Pennsylvania, Ohio, 
South Dakota and Vermont ) Without such a system, the most 
severely disabled with high disability costs would have to earn 
very high incomes in order to afford an attendant, apartment, 
transportation, medical bills and the like on their own. 

Other Eligibility Criteria 
In addition to age, disability type, employment status and 
income level, the programs surveyed had a wide variety of other 
eligibility requirements which are listed below in Table 6. The 
two most common were being at risk of institutionalization (57%) 
and physician's orders (42%). There were some programs that only 
admitted people who lived in certain counties or cit.es within a 
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See Methodology, Appendix B, for operational definitions 
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state. Some of these were Medicaid Waiver or demonstration 
projects/ but others/ like the programs in Nevada which are 
locally fundec and administered and are limited geographically to 
the two urban areas around Reno and Las VegaS/ are permanent 
programs. Most unusual were programs that only accept people 
with very narrowly specified disabilities/ eg. traumatic spinal 
cord injuries/ or a certain level of functions/ eg. wheelchair 
user or inability to use a certain number of limbs. Some 
programs which only use individual provi(3ers supervised by the 
recipient require recipients to be able to -nanage their own 
attendants. 

TABLE 6 

PARTIAL LIST OF ELIGIBILITY REQUIREMENTS ( n =154) 



Requirement 



Programs 



Risk of Institutionalization 


89 


57% 


Physician's Orders 


65 


42% 


Family Unable/Unwilling to provide 






Attendant Services 


34 


22% 


Severe Disability 


26 


17% 


Resident in Certain Geographic Area 


25 


16% 


Able to Manage Own Attendant 


21 


13% 


Inability to use certain number of limbs^ 


11 


7% 


Currently a Nursing Home Resident 


7 


5% 


Wheelchair User 


5 


3% 


Member of Specific Disability Group 


5 


3% 


Living Alone 


5 


3% 



two limbs (r.=-4); three limbs (n=3); four limbs (n=4) 
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Services 

The survey (See Appendix C) divided the possible services 
into personal, domestic and related services* Personal services 
are those which involve bodily contact. As one can see in Figure 
4, there are a certain core of services - such as dressing, 
bathing, oral hygiene and grooming ~ that were offered by almost 
every program in the sample. Even programs that offer mainly 
"homemaker" and "chore" services tend to offer dressing, limited 
hygiene and feeding. Far fewer programs allow assistants to help 
with catheter management or to administer injections and 
med icat ions . 

Domestic services are as important to an attendant program 
as oersonal services* Domestic services involve tasks necessary 
to maintain one's home. As can be seen in Figure 5, most 
programs offered meal preparation, light cleaning, meal clean-up, 
laundry and shopping. Less frequently available are the heavier 
and more infrequent tasks which are also an important part of 
maintaining one's home. 

In addition to personal and domestic services, there are a 
number of related services that are often necessary to sustaining 
a disabled individual at home on a long term basis* Figure 6 
lists the percentage of programs offering some of these addi- 
tional services. Transportation offered by these programs is 
most often for medically related outings. Escort is sometimes 
available for general shopping as well. However, consumers who 
manage their own assistants can use them for a wider variety of 
trips. 
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Figure 4 

PERCENTAGE OF PROGRAMS OFFERING VARIOUS 

TYPES OF PERSONAL MAINTENANCE/HYGIENE SERVICES (n=154) 
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Figure 5 



PERCENTAGE OF PROGRAMS OFFERING VARIOUS 
TYPES OF HOUSEHOLD ASSISTANCE SERVICES (n=134) 
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PERCENTAGE OF PROGRAMS OFFERING 
VARIOUS TYPES OF RELATED SERVICES 
(n=154) 



CO 
O 

E 

on 



Transportation 

Case 
Management 

Escort 



Respite 

Teaching and 
Demonstration 

Protective 
Supervision 

Home Delivered 
Meals 

Telephone 
Reassurance 

Readers 



Interpiclcrs 




ERJC 



6 



50 

It was heartening to learn that more than half the programs 
in the country included some sort of short-term (respite) 
services. Respondents did not specify the extent of these 
services, so it is not possible to say how many only offered 
services for a few hours at a time rather than for 24 hours a day 
for a week or more. 

Very few programs offered readers for those with visual 
disabilities or interpreters for people with hearing or speech 
disabilities. Few realize the major expense these services can 
be for disabled people nor how important they are to fostering 
independence and ability to work and participate in one's 
communi :y . 

In addition, there are a number of services and aspects of 
service delivery which merit further study. First is the issue 
of child care. Currently, California is attempting to prohibit 
people with disabilities from using their assistants to care for 
children. As more and more people with disabilities choose to 
have children, this issue should become very controversial. 
Second are emergency services, which are essential to people 
living on their own. Back-ups are needed if an assistant cannot 
work. Some ILP's maintain pools of people available for 
emergencies, but this service needs co be widely available. 

Other services not covered in the survey are adult day 
services, transportation programs not associated with personal 
assistance service programs, and cognitive services for people 
with intellectual disabilities. We also did not inquire about 
the degree of geographic mobility that programs allow. Can 
personal assistants accompany the consumer to work, out-of-town, 
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to recreational activities, and so on? Obviously the more 
control a consumer has over the assistant's duties, the more such 
outings can occur. However, limits on the amount of service 
allowed will circumscribe the extent to which a consumer can 
utilize an assistant for long periods away from the home. The 
availability of personal assistance services outside the home is 
a major factor in the integration of people with extensive 
disabilities into society. 

In order to get a clearer picture of the configuration of 
services offered by personal assistance programs across the U.S., 
a core of services was judged to define a certain type of 
service. The core of personal services is feeding, bathing, 
dressing, bowel and bladder care, oral hygiene and grooming, and 
transfers. It seemed to the WID staff that these services are 
the basic minimum of personal services. In addition, it is our 
opinion that programs need to provide catheter management in 
order adequately to serve disabled people. The core of domestic 
services is light cleaning, laundry, shopping, and meal 
preparation and clean-up. The combination of these domestic and 
personal services we consider to be a basic attendant service 
program. 

As shown in Table 7, 90 programs (58%) provide both personal 
and domestic services, but 39 of these otherwise comprehensive 
programs do not offer catheterization and thus cannot meet the 
needs of those disabled people who need this service. Twelve 
percent of the programs only provide personal services and 25% 
offer domestic services only. In some states, the only way 
disabled individuals can get the range of attendant services they 
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need is by arranging services through separate programs. Eight 
programs (5%) provide short-term services (respite) only. In 
Wisconsin, for example, there is one program, the Respite Care 
Project, .at provides short-term personal assistance for people 
of all ages all over the state. 



TABLE 7 



NUMBER AND TYPES OF PRCGRAf^S 


IN SAMPLE 


(n=154) 


Program Type 


Program 
Number Percent 


Attendant with 

Catheterization^ 


51 


33% 


Attendant without 
Catheterization 


39 


25% 


Personal Service Only with 
Catheterization^ 


11 


7% 


Perr al Service Only without 
Catheterization 


7 


5% 


Domestic Services Only^ 


39 


25% 


Short-Term (Respite) Only^ 


8 


5% 



^Attendant = Personal Service^ + Domestic Services^ 
^Personal Service = Feeding, Bathing, Dressing, Bowel/ 

Bladder Care, Transfers, Oral Hygiene and Groominc 
^Domestic Services = Light Cleaning, Laundry, Shopping, 

Meal Preparation and Clean-Up 
^Respite = Provision of relief for usual service 

provider (family, attendant, friends) for 

periods from 1 hour to a number of days or 

weeks 

Hours Services Avail able 
A program may offer a very wide range of services that meet 
the assistance requirements of peop with even the most severe 
disabilities, but if the disabled recipient cannot receive those 
services when they are needed, the program is inadequd^-e. 
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Program rules often require that providers be employees of home 
health agencies. Often those agencies provide services only from 
9-5/ Monday through Friday. This is a fine schedule from the 
point of view of an employee, but from the point of view of 
disabled consumers it is almost totally inadequate. The periods 
of greatest personal assistance need are when one gets up in the 
morning (in time to get to work or other activities) and when one 
goes to bed at night (after one has had an evening of recreation 
or other activities). More domestic services do, of course, fit 
into a 9-5 weekday schedule. It is not unheard of for attendant 
service users to be forced to go to bed at 5 p.m. because 
attendants do not work after that time. 

Only 65% of t^e programs make personal assistance services 
available 24 hours a day (Table 8). If one adds to this those 
programs that offer services less than 24 hours a day (but more 
than 9-5), then 75% of the programs potentially offer services at 
the necessary times. However, this finding must be viewed 
cautiously because often programs weren't strictly 9-5 operations 
but the hours were only somewhat broader, eg. 8:00 - 7:30. In 
addition, many administrators did not know the hours of service 
in ?very section of the state and tended to give an answer 
describing the general trend. In many states, however, the hours 
are determined by the contract agency and, in less populous 
areas, where home care agencies have no competition, the tendency 
is to restrict hours of service. 
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TABLE 8 
HOURS SERVICE AVAILABLE (n=1525 

Programs 

Hours Number Perce nt 

24 hours/day 101 65% 

Less than 24 hours/day 

(but not strictly 9-5) 32 21% 

Strictly 9-5 19 12% 



TABLE 9 
DAYS SERVICE AVAILABLE (n=153) 

Programs 

P^ys Number Percent 

Every day 120 77% 

Less than every day/ 

more than only weekdays 9 6% 

Weekdays only 24 16% 



TABLE 10 

HOURS AND DAYS OF SERVICE AVAILABILITY (n=143) 

Programs 

Hours and Days Number Percent 

7 days/week/ 24 hours/day 101 66% 

7 days/week/ 

but less than 24 hours/day 18 1''% 

Less than 7 days/week/ 

and ]ess than 24 hours/day 24 16% 
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Fully 77% of the programs offer service every day (Table 9). 
If one combines hours and davs of spru-i . (^(^% r^f t-^o r^v'^«v.^«^^ 
have service available every hour of every day (Table 10)- An 
additional 12% have services available every day on more than a 
9-5 basis. 

Maximum Service Amounts Allowed 

There are two ways in which programs expressed the maximum 
service amounts allowed, either in nours or in terms of a maximum 
financial allowance. Fifty-four programs expressed the limit in 
monetary terms which ranged from $60 a month to $1,752. Fifty 
percent of these programs had allowances of less than $838, fifty 
percent had limits above that. An additional 44 programs set no 
maximum monthly allowance, either in terms of hours or money. 
There were 38 programs that give the maximum allowance in terms 
of hours. The hours ranged from 3 to 67 per week, with an 
average of 29 hours. 

In order to clarify the impact of che maximum allowance on 
the consumer, the monthly monetary allowance was divided by the 
average hourly wage for all types of attendants, $4.41, and 
further divided bv 4 to get a weekly figure. As Figure 7 

shows, 18% of the programs have limits of 20 hours a week or 
less, and therefore may not serve the needs of an individual with 
a severe disability. 



14 

prov ide 
highest 
service 
health 
sect ion 



This figure tends to inflate the number of programs which 
more than 20 hours/week because the programs with the 
financial allowances generally allow for home health aide 
provision. The average cost to the program for home 
aides is almost twice the $4.4^/hour 
for more detail on provider wages. 



program 
average . 



See next 
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MAXIMUM NUMBER OF SERVICE HOURS 
ALLOWED PER WEEK (n=136) 
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Direct Service Providers 
The attendants could be divided into three groups, those who 
were individual providers (IPs), those who worked for contract 
agencies, and those who worked for county or municipal 
governments. The bulk of the programs (76%) utilized attendants 
provided by contract agencies. Fifty percent of the programs 
used individual providers and only 28% used government employees 
(Table 11). Many programs use more tnan one type of provider 
(Table 12). There are advantages and disadvantages to each type 
of provider. Consequently a program that offers service to a 
wide variety of people needs to provide a choice between 
individual providers and more agency trained and supervised 
contract or government workers. 



TABLE 11 

TYPES OF PROVIDERS UTILIZED BY PROGRAMS 



Type 


Programs 




Nijmber 


Percent 


Contract Agencies 


118 


76% 


Individual Providers (IPs) 


77 


50% 


Local Government Unit Staff 


44 


28% 



TABLE 12 



PROVIDER TYPE MIX (n=154) 



Type of Provider 


Programs 
Number 


Percent 


ODntract Agencies Only 


54 


35% 


Individual Providers Only 


33 


21% 


IPs and Contract Agencies 


24 


16% 


IPs, Contract & Govt Staff 


20 


13% 


Contract Agencies & Govt Staff 


20 


13% 


Government Staff Only 


3 


2% 


rj 
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Individual Providers 

Individual providers (IPs) are the preferred mode of service 
delivery for those who emphasize independent living and are able 
to manage their own personal assistants. Consumers have a far 
greater level of control of IPs. Sixty-two percent of the 77 
programs utilizing IPs allow the consumer to train his or her own 
attendant/ 74% allow the consumer to hire and fire their 
attendants, and a much smaller 40% allow direct payment to the 
disabled consumer who then pays his or her attendant. 

Consumer control is a controversial issue because it raises 
the question of who is the employer, the governmental agency or 
the disabled individual. Many state administrators are concerned 
about the liability issue and the level of attendant training. 
Some are calling for certification of all attendants after 
completion of a formal training program. Consumers tend to 
oppose formal training and certification requirements because 
trained attendants often resist taking directions from the 
disabled client and - subtly or not so subtly - undermine 
independence. Only 64% of the programs using IPs require the 
disabled consumer to train the attendant (Table 13). In the 
survey v*: did not inquire whether programs required IPs to be 
licensed or certified in some way. While this seems to be an 
issue of growin.; concern, one should bear in mind that in the 
entire 27-year history of the California IHSS no one has ever 
sued the state for negligence related to an independent 
provider. ^5 




^5 See Zukas, H. (1986) for a fuller discussion of the 
liability issue. 
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TABLE 13 



LEVEL OF TRAINING REQUIRED 
FOR INDIVIDUAL PROVIDERS {n=77) 



Programs 



Type of Training 



Number 



Percent 



Trained by Client/Consumer 48 

Graduate of Agency Training Program 12 

Home Health Aide 5 

Licensed Practical Nurse 4 

Other 22 



62% 
16% 

6% 
5% 
29% 



Fifty-five out of 77 administrators questioned replied that 
their programs had regulations regarding IPs, In general the 
regulations were very minimal. They required such things as the 
individual must receive some sort of formal training {n=22) 
and/or be over 18 years old {n = 27,; others said that the 
regulations specify that the consumer must be able to supervise 
the attendant. Twenty-six percent of the programs said the only 
requirement is that the consumer request an individual provider. 
After that, the consumer is responsible for setting all limits. 

nother controversial issue pertaining to individual 
providers is whether or not to allow relatives to be paid to be 
independent providers. Of the 77 programs that allow for IPs, 41 
permit relatives to be paid providers under some circumstances. 
Table 14 lists the requirements regarding relatives that were 
mentioned by more than one administrator. Some programs seem to 
be somewhat flexible, depending on the situation. For example, 
relatives may be paid if the disabled individual needs 
specialized services that only family will or can provide or if 
the disabled individual lives in a remote area where no one is 
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available. Most of the other programs which have regulations 
regarding relatives seem to have guidelines based more on which 
relatives they think should be expected to provide services 
without pay and which should not - a rather arbitrary exercise as 
can be seen by the variety of different guidelines listed. 



TABLE 14 

CIRCUMSTANCES IN WHICH PROGRAMS ALLOV^ 
RELATIVES TO BE PAID ATTENDANTS (n=41) 



Reason 


Number 


Percent 


No one else is caoable or ;^v<^"il^blp 


13 


O JL ^ 


The relative is not legally responsible 
for the disabled individual 


10 


24% 


Relative is prevented from working outside 
the home because no other attendant 
is available 


9 


22% 


Relative does not reside in the same house 


7 


17% 


Relative is not the spouse 


7 


37% 


Any relative is okay 


€ 


15% 


No spouse/ parent/ child 

or son/daughter-in-law 


4 


ic. 


Niece/ nephew/ cousin okay 


2 


5% 


No blood relatives or spouses 


2 


5% 



Cont ract Agency At tend ants 
There are 118 programs which contract with outside agencies 
to provide personal assistants for their clients. Almost all of 
these programs contract with certified Home Health Agencies 
(n=102) and some {n=58) contracted with local government units 
also. Eighty-seven percent contracted with non-profit agencies 
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and 68% also contracted with for-profit agencies. 

The averaac hou T-Pimh.n^comont' v-^t-/^ t-^ ♦-u. 

agencies was $8.32/hour with a range from a low of $3.50/hour to 
a high of $19.00/hour. Included in this range are wages for home 
health aides, chore workers and housekeepers. Every attempt was 
made not to exclude from these figures the reimbursement for 
allied health personnel such as registered nurses and the various 
types of therapists. The average hourly pay to the contract 
agency workers was $4.71/hour with a rc< ige from $3.00/hour to 
$10.00/hour. The average hourly difference between t-he 
reimbursement rate and the attendant's wages was 54.08 (range of 
0-$14.38). This means that for those programs for vhich this 
information was available (n=52 or 44%), for every hour the 
attendant goes out, the contract agencies receive on the average 
$4.08 - almost a 100% mark-up. 

Government Agency Attendan ts 
Only 44 programs Uoe attendants who are direct employees of 
the state or of local government units. One suspects that the 
number will further decline because current federal government 
policy greatly encourages private enterprise taking over service 
functions of government at all levels. Government workers earn, 
on the average, $4.77. 

Comparison of Provider Types 
In order to understand bettor the advantages and dis- 
advantages of the types of provi^^.s, it is instr.-tiv ■ to 
compare them on two dimensions, degree of consumer control 
allowed and attendant wages and benefits. Government workers 

Er|c 83 



62 

receive not only the highest wages but vastly mor benefits; 
almost 5 apiece (Table 15). Wagps for Contract Agency Workers 
were only slightly lower, on the average, but their benefit 
package is decidedly inferior. On the average, contrac^ agency 
attendants get about 2 fringe benefits and they are most often 
social security and worker's compensation. Individual providers 
receive the lowest pay, very close co minimum wage, and very few, 
if any, benefits.-'-^ 

TABLE 15 

NUMBER OF BENEFITS AND AVERAGE HOURLY WAGE BY PROVIDER TYPE^ 

Benefits 

Average 

Hourly Average Benefits 
Provider Type Wage Number Range^ Mode 

Government ^^torkers $4.77 4.7 0-7 7 
(n=30) 

Contract Agency Workers $4.71 1.7 0-7 0 
(n=62) 

Individual Providers $3.74 .7 0-3 0 
(n=60) 

^Includes 1) vacation pay, 2) sick leave, 3) health insurance, 4) 
worker's compensation, 5) Sociaj. Security, 6) unemployment 
compensation and 7) transportation costs. 



^ The accuracy of these data is somewhat suspect because 
administrators tend not to be the people who know this 
information in detail. ^ven though they received questionnaires 
in advance, many did no-- take the time to check with people in 
their agencies who could accurately answer the wage/benefit 
questions. Ne vec theless ^ we are confident results reflect the 
general trend. Government workers would be expected to receive 
the lliq^est wages and benefits end individual providers would 
definitely receive the lowest. 
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In terms of consumer control, there are advantages and disad- 
vantages to each type of provider depending on the user's circum- 
stances. The degree of consumer control over the attendant is a major 
concern for the Independent Living Movement. Without control, the 
consumer is dependent upon the schedule, desires and agenda of the 
attendant - hardly a situation which fosters independence. Programs 
using IPs allow for the most consumer control (Tacle 16). 
Consequently, individual providers are a major attraction for 
independent living adherents. However, users of IPs must have the 
ability to manage their own attendants. Another drav^back is that IP's 
tend to be paid at or very close to the minimum wage, receive very 
few, if any, benefits, and, as a consequence, nave a very high 
turnover rate, 

TABLE 16 
NUMBER OF PROGRAMS ALLOWING CONSUMERS 



TO TRAIN, PAY, AND 


HIRE AND 


FIRE 


ATTENDANTS 




Type of Provider 


Train 


Hire/Fire 


Pay 




# 


% 


1 


% 


# % 


Individual Providers (n=77) 


48 


62% 


57 


74% 


31 40% 


Contract Agencies (n=118) 


15 


13% 


5 


4% 


1 1% 


Government Workers (n=44) 


4 


9% 


4 


9% 


0 0% 



Contract agency workers such as home health aides and 
homemakers tend to be paid somewhat better because t .ey are 
trained by the agency or other training programs. Trained 
attendants are appropriate for disabled clients vho are unable to 
manage totally their personal assistant. However, a client's 
independence can be undermined by a contract worker who takes too 
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much responsibility for what, when, where and how services get 
provided. Government employees, who tend to be utilized only 
when no private contract agency exists in an area, have the 
highest pay and benefits, but often they also discourage 
independeiice xn the people they serve. 

There are a number of important issues pertaining to who is 
the personal assistance service providc-r and the conditions of 
employment which need to be noted here. We did not inquire about 
unionization, but it is our impression that there are few 
unionized attendants in the U.S., except perhaps those who work 
for local or state government s. Unionization would improve the 
working conditions and benefits for attendants. 

This project did not explore the extent to which disabled 
people rely on unpaid providers such as family members and 
friends. That issue must wait for a consumer survey. 

Determi nation of Services Al lowed 
We inquired as to who makes the decisions regarding types of 
services and hours that a consumer can receive from a program and 
the basis upon which those decisions are made. Functional 
ability and services needed are the primary indicators used for 
evaluating the client (Table 17). 
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In personal Communication with Kirk Adams, Senior 
International Organ izer. Service Employees International Union, 
July 21, 1986, we learned that SEIU has organized 2, 000 
homemakers in Boston (out of a total of 15,000 in Massachusetts/ 
2,000 in Chicago, 500 in San Francisco and 20,000 s^'ate workers 
in New York City. 
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TABLE 17 



BASIS FOR SERVICE EVALUATION 



Criteria 


Program 
Number Percent 


Services Needed 


136 


90% 


Functional Ability 


119 


77% 


Physician's Recoirmendation 


83 


53% 


Accessibility of Environment 


76 


49% 


Cost of Services Less Than 






Institutional Care 


68 


44% 


Nursing Home Eligibility 


31 


20% 



Service professionals/ especially ca'ie manogers/ were found 
to be the primary decision makers as to hours and types of 
service to be provided* Users do not have much voice in these 
decisions (Table 18), 

TAPLE 18 

THOSE WHO DECIDE TYPES OF SERVICE & HOURS 

(n=154) 



Program 

Decision Makers Number Percent 



Jase Manager 


46 


30% 


Case Manager & Social Worker 


15 


10% 


Program Director 


18 


12% 


Social Worker 


10 


7% 


User 


9 


6% 


Registered Nurse with/ 






without Other Professional 


8 


5% 


Contract Agenry with/ 






without Case Manager 


8 


5% 


Medical Assistance 


6 


5% 


Independent Living Program 


5 


3% 


Registered Nurse or Doctor 


5 


3% 


User & ILP or Social Worker 


2 


1% 


Other 


22 


14% 
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Medical Supervision 

Nearly a quarter of the ptogranis (n = 37) cequice medical 
supervision by an R.N. or other health professional for all the 
program's services. A third of the programs {n=51) require 
ttiedical supervision for some of the services/ usually the more 
medically oriented ones, and 40% {n=61) of the programs require 
no medical supervision. Of those programs requiring supervision 
for some or all of the services, 34 ( 39%) require monthly 
supervision, 15 (17%) require bi-monthly supervision, 9 (10%) 
require quarterly supervision, and 12 (14%) require supervision 
from between every six months to once a year. 

In this and the previous chapter we have taken a largely 
descriptive approach, breaking attendant services programs down 
into common structural and programmatic components and describing 
in turn how each of these components is addressed across the 
country. We will now shift our perspective and consider 
individual programs in their entirety in order to ascertain the 
degree to which they promote independent living. 
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CHAPTER V 

n r> /^/^ OKI* /-\xj n r\ r\\.M ■y rrw r m ^ mriY-> i'»,-frN,»^T^»-k%*r%,»-k«-«« - — — . . ^ «^ 

r iNw\3i\nri yu c v r\n J. X X xnc J. LN un r D INuCDj 'i LXViNb PIUUbL 

DeJong and Wenker (1979), in their seminal work on personal 
assistance services, described the attendant programs in this 
country as lying on a continuum defined by the medical model on 
one end and the Independent Living Model on the other. The 
Medical Model can be seen most purely in programs aimed at 
serving people with acute conditions which require short term 
"care". In these programs a physician's plan of treatment is 
required along with periodic nursing supervision. Attendants are 
recruited, trained and supervised by the contract agency. The 
attendant is ultimately accountable to the physician and the 
recipient essentially plays the role of patient. Programs 
directed at people with short term "care" needs were not included 
in the WID survey. We did, however, include programs that served 
people with chronic conditions on a long term basis that operated 
very much on the terms described above. 

The other end of the continuum DeJong describes is the 
Independent Living Model in which the attendant is managed by the 
user. Nc medical supervision is required. Attendants are 
recruited by the user, paid by the user and accountable to the 
user . 

In order to see where the programs surveyed fit on the 
continuum, we gave each program a score from zero to ten based on 
a count of how many of the following ten characteristics of the 
pure Independent Living Model the program incorporated. These 
characteristics are : 
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1. No medical supervision is required; 

2. The service provided is attendant service with 
catheterization, i.e. services offered include personal 
maintenance and hygiene/ mobility and household assistance. 

3. The maximum service limit exceeds 20 hours per week; 

4. Service is available 24 hours a day, seven days a week; 

5. The income limit is greater than 150% of the poverty 
levellS; 

6. Individual Providers can be utilized by the consumer; 

7. The consumer hires and fires the attendant; 

8. The consumer pays the attendant; 

9. The consumer trains the attendant. 

10. The consuirer participates in deciding on the nuinber of 
hours and type of service he or she requires. 

The bulk of the programs scored low on the degree of 
Independent Living orientation (Figure 8). However, as one might 
expect/ the programs are indeed spread across the continuum. And 
there are in fact a few programs that do conform to the pure 
independent living type. 
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Actually setting the limit at more than 150% of the 
poverty level ($7,875) is generous. An income of $7,875 is very 
low to enable a single person to meet food, shelter, trans- 
portation and clothing costs and still be able to pay an 
attendant . 
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DEGREE TO WHICH PROGRAMS CONFORM TO 
INDEPE^<DENT LIVING MODEL (n=147) 



36 
34 
32 
30 
28 
26 
24 
22 - 
20 - 
18 
16 
14 
12 
10 
8 
6 
4 
21- 



0 

Low 

9\ 



34 



13 



17 



15 



14 



4 5 6 

Independent Living Score 



\0 

c 

0) 

03 



I 



10 

High 
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The programs that scored 0/ 1/ 2, or 3, the lowest 
independent living scores, served 385,445 clients or 49% of all 
those being served (Table 19). Fewer clients (210,436 or 27%) 
were served in the most independent living-type programs which 
scored 7, 8, 9, or 10 on the independent living scale*-^^ And 
somewhat fewer (192,751 or 24%) were served by programs scoring 
in the middle range. 



TABLE 19 



N^UMBER OF USERS SERVED BY ATTENDANT SERVICE PROGRAMS 
AT VARIOUS LEVELS OF CONFORMITY TO 
THE INDEPENDENT LIVING MODEL^ (n=127) 



Independent 
Livina Score 


Total Number 
of User 


Number of Programs 
Report ing 


Low 


0 


47,487 


3 




1 


87, 719 


11 




2 


143,811 


28 




3 


106, 426 


19 




4 


74, 132 


14 




5 


54.195 


9 




6 


54, 424 


15 




7 


17:^,^8^: 


14 




8 


25,837 


5 




9 


11, 065 


3 


High 


10 


550 


1 



^Does not include programs that only provide 
respi te 



Note that California's 
people in FY1984/ is included 
the Independent Living Model, 
the highest score represent a 
Q served. 
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There seems to be a marked tendency for the expenditure per 
client to increase (but not necessarily per hour) as the programs 
become more consumer or independent living oriented (Table 20). 
This finding needs further exploration, hov/ever. It is quite 
likely that the more consumer oriented programs serve the most 
severely disabled people. Also, by definition, the independent 
living model programs provide the greatest number of hours of 
service because programs got an extra point for offering 20 or 
more hours of service per week on the independent living score. 20 
Finally, the programs with the lowest independent living score 
are most likely to be those offering household assistance only. 

TABLE 20 



EXPENDITURE PER USER BY PROGRAMS 
AT VARIOUS LEVELS OF CONFORMITY TO THE 
INDEPENDENT LIVING MODEL (n=119) 



Independent 
Living Scoce 


Expenditure 
per User 


Number of Programs 
Report ing 


Low 


0 


$ 811 


3 




1 


570 


11 




2 


2,853 


28 




3 


1,916 


16 




4 


3,922 


12 




5 


4, 622 


S 




6 


\441 


13 




7 


3, 729 


13 




8 


2 403 


5 




9 


3,079 


8 


Hign 


10 


■7 '36 


1 



20 

Cost per hour of service ^oulo have been a more desirable 
measure for comparison since it vvojld have eJiminated uhe need to 
take account of these variables. However, not enough programs 
Q were able to provide these figures for the current survey. 
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Figures 9, 10/ 11 and 12 provide some evidence to support 
this explanation. The Social Services Block Grant and Medicaid- 
funded programs tend to have the lowest independent living or 
consumer orientation/ whereas the state-funded programs have the 
highest • 

Small states are more likely to have independent living- 
oriented programs than are large states (Table 21). Half of the 
states have programs that score 7 or better on the independent 
living orientation scale. These programs/ their independent 
living model scores and tie states where they are located are 
detailed in Table 22. 
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DEGREE TO WHICH TITLE XIX FU. .DED 
PROGRAMS CONFORM TO INDEPENDENT 
LIVING MODEL (n=48) 




Low 



2 3 4 5 6 7 
Independent Living Score 



10 



High 



Figure 10 

DEGREE TO WHICH TITLE III FUNDED 
PROGRAMS CONFORM TO INDEFENDIINT 
LIVING MODEL (n=ll) 



40 



35 



30 



25 



c 

a 20 



15 



9% 



4% 



27% 




9% 



0 1 2 3 4 5 6 7 
Low Independent Living Score 



9 10 
High 
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DEGREE TO WHICH SSBG FUNDED 
PROGRAMS CONFORM TO INDEPENDENT 
LIVING MODEL (n=29) 

40 r 




0 12 3456789 10 



Low Independent Living Score High 



Figure 12 

DEGREE TO WHICH TOTALLY STATE AND/OR 
LOCALLY FUNDED PROGRAMS CONFORM TO 
INDEPENDENT LIVING MODEL (n=16) 
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TABLE 21 



Number of Programs by Degree of Conformity to Independent Living Model 
Low High 



STATE 


0 1 


2 


3 


4 


5 


6 


7 


8 


9 


10 


Alabama 


1 


1 










1 








Alaska 






1 


2 














Arizona 












1 










Arkansas 


1 












1 








California 


1 


1 


1 








1 








Colorado 










1 


1 










Connecticut 


1 


1 








1 


2 








Delaware 






2 
















Florida 




3 




1 




1 










Georgia 




1 


















Hawaii 


1 




1 






1 










Idaho 




T 


1 




1 












Illinois 














2 








Indiana 




3 




1 














Iowa 


1 










1 










Kansas 




1 


1 




1 


1 










Kentucky 


1 


1 












1 






Louisiana 






















Maine 








1 






1 


1 


2 




Maryland 








1 




1 




1 






Massachusetts 


2 






1 






2 








Michigan 




1 






1 






1 






Minnesota 










1 












Mississippi 




1 












1 






Missouri 


2 


1 


2 












1 




Montana 




1 


1 


1 














Nebraskcl 






1 






1 




1 






Nevada 


1 


2 














1 
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Nuirfcsr of PrograiuS by Degree of Conformity to Independent Living Model 
Low High 

STATE 0123456789 10 

New Hampshire 12 1 

New Jersey 3 

New Mexico 12 1 1 

New York 112 
North Carolina 1 1 

North Dakota 1 

Ohio 1111 1 

Oklahoma 2 

Oregon 1 1 

Pennsylvania 1 11 

Rhode Island 2 1 1 

South Caroli.ia 2 

South Dakota 1 11 

Tennessee 1 

Texas 12 1 

Utah 11 1 

Vermont 1 1 

Virginia 2 

Washington 1 1 

West Virginia 1 
Wisconsin 1 112 

Wyoming 1 
Dist.of Columbia ] 1 



ERIC 



77 

TABLE 22 

PROGRAMS WITH THE HIGHEST INDEPENDENT LIVING ORIENTATION 



Ra t inq 



State 



Program Name 



10 



Pennsylvania 



Attendant Care Demonst rat ion 



Maine 

Maine 

Missouri 

Nevada 

Ohio 

South Dakota 
Utah 
Vermont 
Washington 



Home and Commun i t y~Based Wa i ver 

Homebased Care Program 

Personal Care Assistance Program 

At tendan t Care Program 

Personal Care Assistance Program 

Attendant Care Program 

Personal Attendant Care 

Participant Directed Attendant Care 

Chore Services 



Kentucky 
Ma i ne 
Maryland 
Michigan 
Mississippi 

Nebraska 

New Hampshire 

Pennsylvania 

South Dakota 



Personal Care Attendant Program 
Attendants for Employed People 
Attendant Care Program 
Home Help 

Independent Living Attendant Care 

Pilot Program 
Disabled Persons/Family Support 
Adult Services 

Attendant Care Services for Older 

Adults 
Attendant Care 



Alabama 
Arkansas 
Cal i fornia 
Connecticut 
Connecticut 
Illinois 
111 inois 
M?ine 

Massachusetts 
Massachusetts 
North Carolina 
Oregon 

Wisconsin 
Wisconsin 



Optional Supplement of SSI 

Spinal Cord Commission 

In-Home Supportive Services Program 

Essential Services Program 

Personal Care Assistance Prograin 

Community Care Program 

Home Services Program 

At tendan ts for Unemployed People 

Independent Living Personal Care 

Personal Care Program 

Attendant Care 

In-Home Services/ 

Project Independence 
Supportive Homecare Program 
Family Support Program 
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CHAPTER VI 
PROGRAfi UTILIZATION k^D EXPENDITURES 
The previous three chapters have described the structure of 
the attendant service programs in the United States a: well as 
their development, administration, funding sources and dogree of 
conformity to the Independent Living model. These chapters were 
intended to present the rules, regulations and requirements of 
these programs. In this chapter we propose to carry the process 
one step further and discuss who actually gets service from these 
programs and how much it costs programs to provide that service. 

Service Utilization 
The data in this survey indicate that approximately 850,000 
people in the U.S. received publicly-funded attendant services 
through 135 programs. 21 rj.^^ state with the greatest number of 
attendant service consumers in FY1984 was California, with 
150,805 people (or 0.64% of the state's population) (Table 23) 
(U.S. Bureau of the Census, 1986). New York had the second 
largest number of attendant service users, 124,808 people (0.71% 
of New York's population). The proportion of the population 
receiving attendant services in any given state ranged from 0.01% 
to 0.87%. The total number of users represents 0.36% of the 
population of the United States. If the users in only three 
states. New York, California and Massachusetts, are excluded. 

This figure is an estimate because: a) 16 programs conld 
not report their caseload, b) there are an additional 19 programs 
we could not interview/ c) 9 programs were eliminated from client 
and expenditure figures because the administrator could not break 
out those who received attendant services from those who got 
home-delivered meals/ transportation and medical services. 
Figures from two programs received late were added into the data 
Q reported in this chapter. 
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this figure drops to 0.22%. Administrators of 44 programs 
estimated that at least 46,472 people in their states left or 
were kept out of institutions as a result of their programs. 
Twenty-two administrators estimated that 8,383 additional people 
could leave institutions if their programs were expanded. Both 
these figures would be much higher if comparable statistics from 
the other personal assistance program administrators were 
available. This issue deserves further research. 
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TABLE 23 

COMPARISON ACROSS STATES 
OF EXPENDITURES AND TOTAL CLIENTS 
OF ATTENDANT SERVICE PROGRAMS^ 



Total Number Percentage of 1985 Total 
of Attendant State Population Expenditures 
State Service Clients Estimate (in thousands) 
(n=135) (n=140) 



Alabama 


24,016 


.62% 


$ 17,723 


Alaskat>,d 


1,193 


.30% 


2, 200 


Arizona 


1,500 


.06% 


1,696 


Arkansas 


5,225 


.23% 


10, 285 


California 


150,805 


.64% 


345,445 


Colorado^ 


8,867 


.31% 


14,719 


Connecticut 


10,816 


.35% 


23,108 


Delaware 


968 


.■"6% 


1,485 


Floridab,f 


22,858 


.24% 


21,386 


Georqia^ 


6,7-17 


1 ?% 


1 f^^0 

/ , 0± c. 


Hawaii 


1,709 


• 18% 


2,875 


Idaho 


4,283 


• 45% 


1,177 


Illinois 


16,301 


• 14% 


33,734 


Indiana 


21,808 


• 40% 


13,391 


Icwa 


12,605 


• 43% 


7,849 


Kansas^ 


9,057 


• 38% 




Kentucky 


7,329 


• 20% 












Maine 


6,013 


.53% 


4,804 


Maryland 


5,-082 


• 12% 


11,441 


Massachusetts^,'^ 


46,374 


• 81% 


90,467 


Michigan 


43,933 


• 47% 


69,653 


Minnesota- 


35,300 


• 87% 


5,800 


Mississippi 


400 


• 02% 


372 


Missouri 


31,209 


• 63% 


14,659 


Montana 


6,248 


• 79% 


1,969 


Nebraska 


5,429 


• 35% 


3,286 


Nevada 


1,071 


• 1?% 


1,092 
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Total Number Percentage of 1985 Total 
of Attendant State Population Expenditures 
State Service Clients Estimate (in thousands) 
(n=135) (n=140) 



New Hampshire 


3,893 


.42% 


3,087 


New Jersey 


1,850 


.03% 


3/809 


New Mexico 


2,200 


.17% 


7,384 


New York 


124,808 


.71% 


504,361 


North Carolina 


626 


.01% 


1,657 


North Dakota 


59 


.01% 


192 


Ohio 


25,359 


.24% 


46,942 


Oklahoma 


9,130 


.30% 


35,395 


Oregon 


10,041 


.38% 


15,330 


Pennsylvania 


59,995 


.51% 


22,338 


Rhode Island 


1,578 


.17% 


3,754 


South Carolina 


9,690 


.31% 


14,501 


South Dakota 


4,0^:0 


.58% 


1,910 


Tennessee*-* 






875 


Texas 


68,880 


.48% 


108, 288 


Utah 


522 


.04% 


1,048 


Vermont 


362 


.07% 


611 


Virginia 


5,000 


.09% 


14,191 


Washington 


10,167 


.25% 


22,735 


West Virginia^ 


5,177 


.27% 


4,814 


Wisconsin 


15,600 


.33% 


25,953 


Wyoming^ 








Dist.oi Columbia 


3,285 


.55% 


8,853 



TOTAL 850,388 $1,568,458 



a Data added from two addi**ional programs from questionnaires receive,! 
, late from Georgia and West Virginia. 

^ Number does not include Title III recipiaii .s because administrator 
unable to isolate attendant services from adult day care, home- 
delivered meals/ counseling and other Title III services. 

^ No data available. 

Alaska & Massachusetts figures do not include HHA programs. Decided 
they were strictly short-term. 

^ Minnesota does not include Personal Care Services figures. 
Florida does not include elderly waiver. 

^ Colorado does not include HHA program/could not separate ILP*- 
delivered services from regular Medicaid program. 
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One hundred and twenty-five of the program administrators 
were able to report on the disabilities of the people they serve 
(Table 24). Almost 50% of the programs served people with all 
types of disabilities. 

TABLE 24 

NUMBER AND PERCENTAGE OF PROGRAMS 
SERVING PEOPLE WITH VARIOUS DISABILITIES (n=125) 



Programs 

Type of Disability Number Percent 



All Types 


57 


46% 


Physical Disability, Brain Injury 


35 


28% 


Physical Disability Only 


16 


13% 


Physical Disability, Brain Injury, 
Mental Disability 


10 


8% 


Physical Disability, Brain Injury, 
Intellectual Disability 


5 


4% 


Physical Disability, Mental Disability 


1 


1% 


Physical Disability, 

Intellectual Disability 


1 


1% 



Data from 90 programs indicate that users of attendant 
services are largely older people (Table 25) • 

TABLE 25 
AGE GROUPS SERVED (n=90) 



Age Group 




Number 


Percent 


Less Than 60 or 65 




142,562 


23% 


Greater Than 60 or 65 




476,851 


77% 




10 
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As the make-up of the aging population might lead one to 
expect/ seventy percent of recipients are women^ Eighty-one 
percent are white, 12% Black, 5% Hispanic, with less than 2% 
Native American ov Asian. These figures reflect the racial 
coinposition of the population as a whole, but not necessarily of 
the disabled population, since a disproportionately high 
incidence of disability has been found among black jjeople (Bowe, 
1985). 

Expenditures 

Based on reports from 140 programs, total expenditures for 
all attendant service related programs were approximately 
$1,568,458,000 ($1.6 billion) in FY1984. 22 c^j^^ range of 
expenditures per program was from a low of $2,000 (the Indiana 
Medicaid Waiver providing household assistance, short-term 
personal assistance (respite) and case management to 10 people) 
to a high of $458,200,000 per year (the New York Personal Care 
St^rvices Program serving 52,400 people). The average per client 
expenditure per year was $2,862, with the median being $1,421. 

The state with the highest expenditure was New York ($504m), 
followed by California ($345m), and Texas ($108iTi) (Table 23). 
While New York spends th.-- most, California serves the largest 



Expenditures for FY1985 were used here in 33 cases for 
which 1984 data were unavailable. FY1983 figures were used for 4 
programs. Alsc included are expenditures on 28 programs which 
include more than attendant services because attendant services 
could not be isolated. However, expenditures from 6 Title III 
programs are not included, amounting to $436 million, because 
they included large numbers of people receiving home delivered 
meals and adult day care. 
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number of people. This seeming anomaly is explained by the fact 
that New York relies heavily on more costly "personal cace 
workers" as providers/ whereas in California people needing more 
than 20 hours per week of personal assistance are permitted to 
hire less costly individual providers. 

The distribution of expenditures among the various state and 
federal funding sources is presented in Table 26. Expenditures 
on attendant services are divided almost equally between federal 
and non-federal sources. States currently bear 40% of the 
expenditures on attendant services, either as the major funding 
source of a program or as a match with federal funds- Medicaid, 
the Social Service Community Block Grant Program and the states 
together provide 87% of che monies available for attendant 
services . 

TABLE 26 

TOTAL EXPENDITURES ON ATTENDANT SERVICES 
BY FUNDING SOURCE (n=129) 



Funding Source 


$ 


% 


TOTAL FEDERAL 


814,404,000 


52% 


Title XIX 






Regular Proqram 


384,740,000 


25% 


Waivers 


19,294,000 


1% 


Title XX 


320,703,000 


21% 


Title III 


37,281,000 


2% 


Title VIIA 


14,000 


0% 


Other Federal 


52,372,000 


3% 


TOTAL NON-FEDERAL 


723,375,000 


48% 


State 


617,732,000 


40% 


County/Municipal 


84,438,000 


6% 


Other 


13,004,000 


1% 


Client Fees 


7,166,000 


0% 


Private 


1,035,000 


0% 


GRAND TOTAL 


1,537,779,000 


100% 



o 
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Expenditures From Programs Not in WID Survey 

ti JL fc^ lb «-* JL V C a. \^ iiwc Aiiv-J-UW^ j^i.w^LatliO i. U H tr y OuxiCL 

sources such as the Veterans' Administration Aid and Attendance 
Allowance and Developmental Disabilities and Mental Health 
programs. In addition, of course, a large proportion of 
attendant services are either paid for by the user or provided 
without pay by vol unteers . 23 £s^ch of these will be discussed. 

In 1984, the Veterans* Administration paid 8,493 people 
$101,036,520 in "Aid and Attendance Allowances" in addition to 
their disability pension. Of these, 6,860 received $906 per 
month. The remaining 1,633 people, deemed to be at risk of 
institutionalization, received $1,350 per month (McCarthy, 1985). 

Currently, both Developmental Disability and Mental Health 
Services funds are being utilised to maintain individuals outside 
of institutions. Further investigation needs to be done to 
determine the extent of separately funded and administered 
attendant services available to these two populations. 

Many individuals receive attendant services from family and 
friends free of charge. Still others pay for attendants on their 
own without public assistance of any kind. Again, the extent to 
which this occurs and the circumstances under wi^ich it occurs are 
major questions for future research. 

If one combines the $3.6 billion expended by the programs 
surveyed by WID with the $.1 billion expended by the VA, then it 
appears that 1984 expenditures on attendant services amounted to 



The omission of private health care insurers is not an 
oversight. Few health insurance policies offer even a minimal 
amount of home health benefits; none includes long-term attendant 
services (Alpha 1984) • 
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at least $ "! . 7 billion dollars and reached at least 859, 000 
people. 
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CHAPTER VII 

A VAX LABI L IT Y OF SEPs VICES ACPOSS THE UNITED STATES 

This chapter compares the availability of attendant services 
across the fifty states and the District uf Columbia* Nine 
states - Alaska, Delaware, Georgia, Louisiana, Minnesota, 
Montana, Tennessee, Virginia, and Wyoming - have no comprehensive 
attendant services program (that is, no program that combines 
personal maintenance and hygiene, mobility, and household 
assistance services) serving any of the three basic age groups- 
children, working age adults or older adults (Table 27). In 
addition, there are four states (Arkansas, Colorado, North Dakota 
and West Virginia) that offer comprehensive attendant services to 
some age groups but not all. In Colorado and Delaware, however, 
the lack of a combined service program is mitigated by the 
existence of separate household and personal maintenance and 
hygiene programs. In other words, in 8 states, the full range of 
publicly-funded attendant services are not available for people 
with disabilities of any age; and in 3 states services are 
available for some people but not others, depending on age. 

In 39 states plus the District of Columbia, then , programs 
exist that offer attendant services to all age groups. We empha- 
size that the finding here is only that such programs exist; no 
inferences are to be drawn as to their adequacy in terms of 
either quality or number served. In addition, these programs 
differ widely in their capacity to meet the needs of disabled 
people in their jurisdiction because of marked variations in eli- 
gibility criteria, services offered, maximum allowances, other 
rules and regulations, and, most important, funding constraints. 

er|c 1 i 0 



TABLE 27 



State 



NUMBER OF PROGRAMS PER STATE OFFERING 
VARIOUS TYPES OF PERSONAL ASSISTANCE BY AGES SERVED 



Attendant 



Child Adult Aged 



Alabania 

Alaska^ 

Arizona 

Arkansas 

California 

Colorado 

Connecticut 

Delaware 

Florida 

Georgia 

Hawa i i 

Idaho 

Illinois 

Indiana 

Iowa 

Kansas 

Kentucky 

Louisiana 

Maine 

Maryland 

Massachusetts 

Michigan 

Minnesota^ 

Mississippi 

Missouri 

Montana^ 
Nebraska 
Nevada 

New Hampshire 
New Jersey 



Personal '^/amtenance/ Personal 
Hygiene and Household Maintenance/ 
Separately Hygiene Only 



Household Only 



Respite 



Child Adult 



Aged Child Adult Aged Child Adult Aged <^hili Adult Aged 
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state 



Attendant 



Child 


Adult 


Aged 


itcw nexico 


1 


2 


2 


New York 


3 


3 


3 


North Carolina 


2 


2 


2 


North Dakota 




1 


1 


Ohio 


4 


4 


5 


Oklahoma 




1 


1 


Oregon 


1 


2 


c. 


Pennsylvania 


2 


2 


2 


Rhode Island 


1 


2 


2 


Soutn Carolina 


1 


2 


2 


South Dakota 


1 


2 


2 


Tennessee 








Texas 


3 


4 


4 


Utah 


2 


2 


2 


Vermont 


1 


1 


I 


Virginia^ 








Washington 


1 


2 


2 


West Virginia^ 




1 


1 


Wisconsin 


3 


2 


? 


Wyoming 








Dist.of ColuiTbia 


1 


1 


1 



Personal Maintenance/ 
Hygiene and Household 
Separatel y 



Personal 
Maintenance/ 
Hygiene Only 



Household Onlv 



Respite 



Child A dult Aged Child Adult Aged Child Adult Aged Child Adult Aged 



rtxcit>nci naa y people receiving "personal care" services as 
exceptions to tue General Medical Relief Program. This is 
not reflected in the table, and the program no longer 
exists. 

Minnesota, Montana, Virginia and West Virginia have 
somewhat better services than the table suggests because 
the programs listed as purely household assistance actually 
have -personal care" components, but they do not meet our 
criteria for full personal maintenance/hygiene services. 
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The extent of availability of short-term (respite) services 
is encouraging but also must be interpreted with caution. Six 
states offer no short-term cervices for any age group: Arizona, 
Delaware, Louisiana, Mississippi, North and South Dakota (Table 
27). Six states offer no short-term services for disabled 
children: Florida, Indiana, Kansas, Virginia, Washington and 
West Virginia. Four states offer no short-term services to 
children or working age adults: Minnesota, Pennsylvania, 
Tennessee or Wyoming. And two states, Missouri and Michigan, do 
not have short-term services available for disabled working age 
adults. Even though there are 34 states with short-term services 
available for all age groups, it must be emphasized that the 
quality and quantity of the short-term services available is not 
equivalent across these programs. Programs range from providing 
24-hour/day services for a week or two to merely providing one- 
to two-hours of services. Some require the individual who is 
disabled to move into a hospital or institution while family 
members or regular attendants are free to go wherever they like. 
Other programs provide the services in the disabled person's 
home. 
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CHAPTER VIII 

NEED VS> ADEQUACY OF THE SYSTEM 70 MEET THAT NEED 

Estimating the number of people in the United States who 
could use personal assistance services is a very difficult 
task24^ Three comparatively recent studies have attempted to 
a-Jdress the issue. ^5 one of these - the Home Care Supplement to 
the 1979-1980 National Health Interview Survey (NHIS) - is used 
as the basis for discussion here because it was the only study 
that collected data nationwide. In addition/ it includes all age 
groups; was conducted fairly recently and has the most 
conservative estimates. 

Conducted by the U.S. Bureau of the Census, the NHIS 
involved interviewing a sample of civilian, non-institutionalized 
people in the U.S. over a period of two years. Respondents were 
asked whether they received or needed the assistsiice of another 
person in performing seven basic physical activities: walking, 
going outside, bathing, dressing, using the toilet, getting in or 



0 4 

See DeJong, G. and Sager, A. (1977 ) for a fuller 
discussion of the problems of need estimation from the various 
existing studies. 

2 5 

Connell, Vagnoni and Vafeas (1984, p. 41) conducted a 
random sample telephone survey to estimate the total number of 
users of both personal and domestic services in Pennsylvania. 
Results showed that 1% of Pennsylvanians between the ages of 18 
and 64 and 5.76% of those over 65 used assistance from another 
person on either a weekly or daily basis. DeJong and Sager 
(1977, p. 40) prepared an estimate of the number of people in 
Massachusetts needing some help from another person with personal 
care, on an intermittent or steady basis, based on previous 
national surveys as well as a 1972 study in Ohio and the 1974-75 
Branch-Fowler Survey of the elderly and chronically disabled in 
Massachusetts. DeJong and Sager estimate that in Massachusetts, 
1.1% of children, 1% of working age adults and 17.7% of older 
people require some help, while the number of adults of all ages 
requiring assistance on a regular basis is less than half of 
these figures. 

erL Hi 
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out of bed or chair/ and eating. The percentage of people 

" ^"^"^ w^—j^ ^i.v. ui^-/l.C ^iij^Ox^-ax '^ULAVALA'Tto Wd £3 ; V • <C O Ol 

children under the age of 17, 0.67% of adults between the ages of 
17 and 64, and 6.67% of adults over 65 years old (Czajka, 1984, 
p. 39). In all likelihood these figures understate the number of 
people needing attendant services. They do not include people 
who need assistance with household maintenance tasks such as 
housework, meal preparation and shopping. 26 They also do not 
include the institutional and nursing home population who could 
live in the community if adequate personal assistance were 
available. 

Table 28 compares the NHIS estimates of need with the WID 
data on the number of people being served. This comparison 
indicates that 74,473 children who need personal assistance 
services do not get them from the public programs surveyed for 
this study. 27 fj^y^Q^Q estimated 758,938 working-age adults 

and 903,202 people 65 or older who need assistance but do not get 
it from public programs surveyed here. 28 p^n told, then, there 
are an estimated 2,134,111 non-institutionalized people needing 
personal assistance who do not receive it from the publicly- 
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The survey did ask about people needing assistance with 
four household maintenance tasks but results have been reported 
in a way that cannot produce unduplicated counts of people 
needing help with both household and personal maintenance. 

2 7 

This may be an overestimate of children not receiving 
services because specifically Developmental Disabilities programs 
were not included in the WID survey. 

28 The cut-off point for older adults is not precise because 
some programs, mainly Title III, used age 60 and others used age 
65. For the most part the figures on older people represent 
people over age 65 because much fewer people are receiving 
attendant services from Title III programs. 
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funded, community-based attendant service progran.s in t..e WID 
survey. If the 8,- 493 veterans who receive Aid and Attendance 
Allowances (McCarthy, 1985) are subtracted, then a more accurate 
estimate would be that there are at least 2,125,618 non- 
institutionalized people who are not receiving publicly 
supported, community-based attendant services who could benefit 
from such services. 



TABLE 28 

COMPARISON OF HOME CARE SURVEY ESTIMATES 
OF NEED FOR ASSISTANCE WITH PERSONAL MAINTENANCE TASKS 
WITH NUMBER ACTUALLY BEING SERVED IN PUBLICLY FUNDED PROGRAMS 

FRCM WID SURVEY 



Age Group 1984 Total Home Care Survey WID Survey 

U.S. % Needing Help # Needing Help % # 

Population With 1 or More with 1 or More Being Eeing 
Tasks Tasks Served Served 

( FY84 ) 



Children 

{ 17 & under) 

Adults 
(18-64) 

Aging 
(65+) 



62,688,000 
(under 17) 

145,430,000 
(17-64) 

28,040,000 
(65+) 



.23% 



.667% 



6.67% 



144,182 
970,018 
1,870,268 



.10% 59,527 
(under 18) 

.09% 136,062 
(18-60 or 65) 

2.34% 654,798 
(60 or 65+) 



To make this estimate more complete, we must go one step further and 
consider the institutional population. There were 118,982 mentally retarded 
people in institutions in 1982, 1,303,000 nursing home residents in 1977 and 
232,340 people with n>ental disabilities in institutions in 1979, totaling about 
1.7 million people (Czajka, 1984, pp. 13-17). if one assumes that half these 
people could live at home with adequate personal assistance, then the nun±>er of 
people who ma/ not be receiving community-based publicly supported attendant 
services who could benefit from such services could be estimated at 2,975,618 (3 
million). 

IIG 
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The average cost per user of attendant services from the WID 
study amounts to $2,840 for all types of service. If this figure 
is multiplied by the estimated number of people not being served/ 
3 million, then the additional expense could be estimated to be 
approximately $8.5 billion. Not all of this estimated $8.5 
billion would need to be new money, however. Some of the needed 
funds could be obtained by diverting Medicaid funds now going 
into institutional and nursing home care as has been proposed by 
Senators John Chaffee (Rhode Island) and Bill Bradley (New 
Jersey) (Senate Bill 873, 1985). Money could also be diverted 
from the more costly contract agency mode of service delivery to 
the less costly independent provider mode whenever feasible, 
thereby freeing up dollars for new users. Money could also be 
saved by combining programs in a state in order to eliminate 
duplication of administrative costs. ^9 ^^j. would the scarce of 
new money need to be public funds. Private insurers may 
eventually take some responsibility for underwriting the costs of 
personal assistance services (Alpha, 1984). More immediately, as 
more attendant programs encourage people to work and 1619 becomes 
a reality, some users would bear part of the costs of personal 
assistance services according to a sliding scale and/r.r oejin 
paying taxes on earned income (see footnote 4, p. 7). 




Currently, the state of Wisconsin has been considerirvj 
ways to combine its personal assistance programs, for example. 
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CHAPTER IX 
C ONCLUSIONS AND RECOMMENDATIONS 
As this study clearly indicates, there is no comprehensive 
system of attendant services in the United States* There is no 
broad federal policy: rather, scattered references to personal 
assistance services are found embedded in policies established by 
Congress and federal agencies with respect to programs such as 
Medicaid and the Older Americans Act. Consequently, jurisdiction 
over federal personal assistance programs is divided among 
several different agencies. The programs that exist are funded 
by a wide variety of federal and non-federal sources. Responding 
to what they perceive as a major need, states have developed 
their own policies and programs, usually (but not always) making 
use of those disparate federal funding sources that are 
available. States have genc-rally failed to benefit from the 
experience of other states, apparently because until recently 
there has been little if an^^ communication between them. All 
this has resulted in personal assistance services which are 
fragmented, lack coordination, usually medically oriented, 
burdened with work disincentives, inequitably distributed across 
the United States, and delivered by personal assistants who are 
poorly paid. 

The lack of a federal personal assistance policy has 
affected the lives of at least 3.S million Americans of all ages 
with disabilities who presently are either receiving personal 
assistance services which may be inadequate or who are receiving 
no publicly-funded services at all. Many of these people are 
denied independent lives because they are forced to either 1) 



96 

depend on relatives and other volunteers for personal assistance, 
2) live in institutions because no commun i t v~h;=» seH norcnnAi 
assistance services are available, or 3) make do with less than 
adequate services from a variety of providers over whose services 
they have little or no control. 

It is the responsibility of organizations of disabled people 
and older people as well as the ger ral public to begin making 
Congress aw^.re of the impact on people's lives that the lack of a 
comprehensive, funded national personal assistance policy has 
had. The World Institute on Disability is committed to working 
with people throughout the country towards the establishment of a 
comprehensive, nationally-funded personal assistance policy. We 
know how critical these services are to people with disabilities 
everywhere and from our first hand experience in California, we 
have seen the benefits such services provide. The results of 
this survey have reinforced WID's awareness that the lack of a 
comprehensive national personal assistance policy consistent with 
the principles of independent living has contributed to the 
unnecessary isolation and dependency of untold numbers of 
Americans with disabilities. 

Given this situation, our foremost recommendation is that a 
federal personal assistance services policy consistent with the 
principles of independent living be established and that a 
national personal assistance program be developed. This program 
should be funded by the f^^deral government and private insurers 
and implemented by the states in accordance with policies and 
regulations promulgated at the federal level. Just as it took 
the enactment of Medicare, Medicaid and the Older Americans Act 
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to ensure that older people and poor people receive a more 
equitable share of this country's medical care and social 
services, it is now necessary to institute a National Personal 
Assistance Service Program in order to make personal assistance 
services available across the United States to all those who 
could benefit from them. 

There are many different groups of people - inclading policy 
makers, advocates, and people of all ages with physical, mental, 
and intellectual disabilities - who support the establishment of 
adequate, equitable community-based personal assistance services. 
If these groups and individuals come together in a broad national 
coalition, they might make rapid progress toward the development 
of a national personal assistance service. 

To this end WID Recommends: 1) that meetings of federal and 
state policy makers with representatives of and advocates for 
people of all ages with all types of disabilities be convened and 
funded by the federal government. The purpose of these aeetings 
would be to discuss the implications of this study and WID's 
recommendation in order to develop proposals regarding the 
development of a national personal assistance program for 
independent living; and 2) that the federal governaient study what 
other countries have done to incorporate personal assistance 
services into their national social service policy. 

We now present a series of other policy and action 
recommendations which should guide the development of a National 
Personal Assistance Services Program. The first twelve of these 
were adopted by the National Attendant Care Symposium sponsored 
by the National Council on the Handicapped. The remaining four 
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policy recommendations have been developed by WID as a result of 

discussion of the reasoning behind it and a series of 
recommendations for action in accordance with each suggested 
pel icy . 

RECOMMENDATIONS 

1. The program should serve people with all types of disabilities 
on the basis of functional need . The WID survey results indicate 
that people with physical disabilities are eligible to be served 
by all the programs/ but programs vary as to whether they will 
also serve people with other disabilities such as brain injury 
(90%)/ mental or psychiatric disability (62%) and intellectual 
disability or mental retardation (60%). 

Personal Assistance services have traditionally been 
conceived as meeting the needs of persons with physical 
disabilities. The term/ however/ rightfully includes any 
assistance which compensates for an individual's functional 
limitations. In this sense/ many consider interpreters for 
persons with hearing disabilities/ readers for persons with 
visual disabilities/ and social guidance for persons with mental 
and intellectual disabilities to fit within this category. A 
good example of a program already taking this approach is Title 
III of the Older Americans Act which has geared its services to 
older people on the basis of functional difficulty rather than 
diagnosis. As a consequence/ the list of services covered by 
Title III includes attendant ser.vices as well as communication 
and cognitive assistance. 

Few would question the need to provide personal assistance 



99 

services to people whose disabilities are so substantial that 
they need assistance for several hours a day or more. it must be 
borne in mind, however, that these services can also be essential 
to people who need much smaller amounts of time. Recipients of 
In-Home Supportive Services in California, for example, receive 
an average of 12 ..ours of service a week. Even if the need for 
personal assistance may be minor in terms of the time required, 
having it met may nevertheless be a crucial link in an indi- 
vidual's support system fcr independent living. 

WID Recommendations ; 1) that every state make personal 
assistance services available to people with disabilities of all 
kinds; 2) that more information be gathered on the availability/ 
type of services offered and quality of separate personal 
assistance service programs for people with intellectual/ mental 
and sensory disabilities; 3) that the extent of need for 
personal assistance services to these three populations be 
explored; and 4) that demonstration projects be funded that 
combine services to these three groups with services to people 
with physical disabilities and brain injury. 

2. The Programs Should Serve People of All Ages . There are two 
issues involved here: 1) the need for people of all ages to be 
able to get personal assistance services, and 2) the need to 
combine in one program services for people of all ages. The 
survey results show that people over 60 or 65 are served by 
almost every program in the country; adults between the ages of 
18 snH 60 or 65 can receive services from three-fourths of the 
programs. However, such options are much less likely to be 
^availab]<= to children (and (.heir parents). Indeed, in six 

ERIC 122 



100 

states; parents of children with disabilities can receive no 
services at all for their children (Table 22). In addition/ only 
41% of the programs serve people of all ages. The rest serve 
single age groups or various combinations: 26% serve all those 
over 18 years old? 24% serve older people only; 4% serve only 
children and 6% only those between 18 and 65. 

The need for services for disabled adults of all ages 
generally is not contested. However/ the necessity to provide 
personal assistance services to children with disabilities is 
still not widely accepted. 

Outside assistants could assume responsibility for at least 
part of the extra time (that is, time over and above what is 
normally required by a non-disabled child of the same age) that 
needs to be devoted to meeting the needs of a child with a 
disability. Making such assistance c>vailable could reduce 
financial and emotional stress in the family and enhance develop- 
ment of independent living in children and adolescents. 

Combining personal assistance programs for [ eople of all 
ages (and disabilities) can only help to reduce administrative 
costs/ avoid duplication and foster fuuitfnl exchange of ideas 
for service oelivery. The fact that so many existing programs 
successfully serve all age groups demonstrates that this is well 
within the realm of feasibility. The State of Wisconsin has 
already instituted discussions between the heads of the various 
personal assistance programs in Wisconsin to explore ways to 
combine them and avoid duplication of expenditures and services. 
Other states should follow suit. 

WID RecoiPinendat ions ; 1 ) that every state make personal 
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assistance services available to all age groups; 2) that 
projects be established to look at how children and adolescents 
who are disabled can benefit from attendant services; and 3) 
that states begin the process of consolidating programs for 
different age groups. 

3^ The program should provide for the optim ^^ m degree of self- 
direction and self-reliance as individually ai ^pr iate and offer 
the users a range of employer/employee and contract agency 
rela t ionsh Ips , Currently approximately a quarter of the programs 
offer service users a choice between individual providers who are 
more or less managed by the service user and contract agency 
workers or government staff who tend to be much less consumer 
oriented. In addition/ some of the 34 programs which use 
individual providers are in states which also have separate 
programs using contract a^j^ncies. Users in these states may thus 
also have a choice/ although this choi'^e may be more theoretical 
than real/ since most programs which rely on individual providers 
have smaller caseloads. 

At its maximum/ self-direction involves locating/ 
interviewing/ screening/ hiring/ managing/ paying/ evaluating and 
terminating personal assistants. Various of these functions/ 
such as locating/ interviewing and screening/ may be performed by 
an agency cr other third party while the individual maintains 
control of othei tasks/ such as hiring/ management/ payment and 
termination. For persons with limited cognitive function/ more 
third party involvement 3nd supervision may be required; such 
individuals/ however/ should still be able to maintain control to 
a degree consonant with their ability. The issue of user control 
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is of 9xtr6fn8 irnportsp. C8 to Th8 Indspsndsnt Living Movsirsnt 
because often people with disabilities never develop (or, having 
once developed it, lose) the ability to be independent because 
other people take charge of their lives* 

WID RecoBmendations ; 1) that all prograES allow users the 
choice of individual providers or trained home health aides and 
homeioakers from public or private agencies; and 2) that a 
continuuiB for managing service delivery be made available/ 
ranging from consumer management (to the maximum extent feasible) 
to total agency management; and 3) that users of short term 
periodic services also have the option to locate/ screen/ train/ 
hire and pay attendants if desired; and 4) that policies be 
developed that presume consumers prefer self -direct ion and 
require an evidential findiny that an individual does not want or 
is incapable of total self-direction. 

4. The program should offer assistance with per s onal, cogniti/e, 
communicative, household and other related services ^ The survey 
results show that personal assistance service programs vary 
widely with respect to the types of service provided. Currently 
only a third of the programs offer what we would consider a 
comprehensive service package of attendant and household 
assistance services, including catheter management. Very few 
programs offer readers (19%) or interpreters (13%), even though 
these services are often essential to people with impaired vision 
or hearing if they are going to function effectively* We suspect 
that even fewer programs offer cognitive services such as money 
management. Generally these services, if they are available at 
all, are provided by separate programs. 
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Persona] assistance programs need to provide attendant 
services/ communication assistance/ and cognitive assistance or 
assistance with any other tasks whiich are essentia] to the 
maintenance of independence and productivity foe persons with any 
type of disability. In some states these services are currently 
fragmented into separate programs so that the number of 'people 
going into a person's home is often needlessly increased. 
Efficiency and continuity are enhanced by allowing any assistant 
to perform any task/ instead of limiting one provider's duties to 
personal hygiene and management services and another's to 
household assistance/ for example. 

WID Recommendations : 1) that all rural and urban areas in 
the U.S. have a program offering the full array of personal 
assistance services needed by disabled people of all ages and all 
disabilities - physical/ intellectual/ mental and sensory; 2) 
that the states which offer services through separate household 
assistance and personal hygiene and maintenance services programs 
establish new programs which combine these services in terms of 
service delivery as well as organizational structure. 
5. The Program should provide services 24 hours a day/ 7 days a 
week/ as well as short-term (respite) and emergency assistance as 
needed . Two-thirds of the programs in the survey offered 
services 24 hours a day/ seven days a week/ and more than half 
the programs offer some sort of short-term services. This is a 
good beginning/ but obviously it is not adequate. Although we 
did not ask specifically about emergency services/ few program 
administrators mentioned them when given the opportunity to 
identify additional services not listed in the questionnaire. It 

Z 126 



104 

IS out XlflpLe55s:-LOll CUac «ui«l->-jCliv-y l^c^^-./^. im<^o jln-/- j.»tN^x«jvv.«.*^^..w 

providers, if they exist at all, can be found through the 
Independent Living Programs. 

Personal assistance services are life-sustaining in many 
cases and therefore their availability should obviously not be 
limited to certain hours. Programs should have back-up 
assistants available on a short-term or emergency basis to fill 
in the inevitable gaps that occur in the personal support systems 
of individuals with extensive disabilities. In cases where the 
bulk of services are providei by family members or friends, these 
arrangements are much less likely to break down if services are 
available on a short-term as well as emergency basis. 

WID Reccffiinendations : 1) that all programs make services 
available 24 hours a day, 7 days a week; 2) that a pool of 
emergency assistants be maintained in every locality; 3) that 
short-term services be established for all age groups in the 16 
states that do not offer them and 4) that short-term services be 
available for longer periods (2-4 weeks) or less on a regular 
or periodic basis; and 5) that short-term and emergency services 
be provided in the location the user requests, instead of being 
restricted to institutional settings. 

6. The program should serve people at all income and resource 
levels on a cost sharing basis as appropriate and employment 
disincentives should be eliminated . The vast majority of 
existing programs discourage people from working. Only 36% of 
them had graduated cost-sharing formulas. Only 10 programs had 
an income ceiling above $15,000 a year. 
O Without any public assistance at all, a single person with 
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an extensive disability requiring approximately 20 hours of 
personal assistance service per week would need, at barest 
minimum/ $15/000 a year in income/ i.e. $5/200 to pay his or her 
attendant plus a very modest $9/800 for living expenses/ not to 
mention any disability-related expenses that might arise. 

A major disincentive r-nployment would also be eliminated 
if Medicaid benefits or other provisions for health care could be 
made available to disabled workers if they are unable to obtain 
other health insurance. Currently/ unless one is fortunate 
enough either 1) to work in a large organi zat io,i with a non- 
restrictive group policy/ 2) to live ^n the State of Wisconsin/ 
which has a scate insurance fund for the disabled {Griss, 1985)/ 
or 3) to be eligible for Medicaid under Section 1619 of the 
Social Security Act (see footnote 4, p. 7), it is almost 
impossible for people with disabilities to obtain health 
i nsurance . 

WID Recorornendations : 1) that all personal assistance 
service programs establish an appropriate cost-sharing fornula 
and a realistic income ceiling from which all reasonable 
disability-related expenditures are excluded; and 2) that 
Medicaid benefits or other federal health insurance be made 
available to disabled workers who are unable to obtain private 
health insurance at reasonable cost. 

7, Services should be availabl e wherever they are needed ( eg . at 
home/ work/ school/ on recreational outings/ or during travel) . 
Currently personal aSvSivStdnce services are rarely available 
outside the home unless a disabled individual employs his or her 
own assistant. Few programs provide attenoants in work/ school/ 

128 



106 

or recreational settings or for out-of-town trips. Services are 
provided only to the extent necessary to keep someone functioning 
at home or, in the case of children/ functioning ac school. 

WID Recomroendat ions ; 1) that personal assistance be made 
available to users/ not only for personal maintenance/ hygiene 
and BDobility tasks and houoework/ but also for work/ school and 
recreation needs as well; 2) that eligibility requirements not 
limit the geographic mobility of the individual/ so that people 
needing personal assistance are allowed to travel outside a state 
and still retain coverage for personal assistance services; and 
3) that employers in both the private and public sectors explore 
the possibility of making personal assistants available in the 
workplace as is already being done in Sweden (Ratzka/ 1986). 
8. Personal Assistants should receive reasonable remuneration 
and basic benefits . The poor quality of attendants and the high 
rate of attendant turnover are major concerns for program 
administrators and consumers alike. This is directly 
attributable to the low wages that all types of attendants 
receive {$3.87/hour for individual providers and about $4.75/hour 
for contract agency and government workers) and the minimal 
benefits (usually none) that contract agency workers and 
independent providers receive (Table 14 ) . 

WID Recommendations ; 1) that attendants be paid at least 
150% of the minimum wage with periodic increases to reflect 
inflation and growth in experience and qualifications; 2) that 
attendants receive paid sick leave/ vacation and group health 
insurance benefits in addition to Social Security/ worker's 
Q compensation and unemployment benefits; 3) that joint 
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discussions between unions and users be instituted to explore 
ways in which users and assistants can work together to provide 
better benefits for each other. 

9> Training for administrators and staff of administering 
agencies and provider organizations should be provide d^ 
Because personal assistance for independent living is relatively 
new as a human service profession/ and because a definite 
philosophical foundation underlies the delivery of these 
services/ it is unlikely that new program administrators and 
staff will have the knowledge or experience necessary to take the 
proper approach in operating such programs. It is therefore 
essential that they be trained and inspired by people who are 
thoroughly knowledgeable about personal assistance services/ both 
in conceptual and practical terms. 

W ID Recoromendations : 1) that the legislation establishing 
the program (as well as the iropleaienting regulations) require 
that administrators and ^*gency personnel undergo appropriate 
training; and 2) that qualified disabled persons who use personal 
assistance services play a significant role in this training 
nationwide. 

10. The prog r am should provide recruitment and training of 
personal assistants as appropriate . The issue of training for 
personal assistants is receiving much attention across the 
country. Besides contract agency training programs/ some 
community colleges and technical schools are offering courses as 
well as some ILPs. The controversy regarding these programs 
centers on the degree to which independent living philosophy is 
taught/ the degree to which assistants are encouraged to look to 
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th^ir clit^nts for training j-H uh6ir particular nG6u5/ snd the 
level and type of training (and perhaps licensure) necessary for 
assistants who will be working with people with intellectual or 
mental disabi 1 i t ies . 

Some people prefer to hire totally untrained assistants and 
personally train them to meet their specific needs. Others would 
rather only consider assistants who have already been screened as 
to their personal qualifications and experience. Those with 
iitellectual or mental disabilities and brain injury who require 
assistance in financial management/ adherence to medication 
schedules and other tasks are likely to need assistants who can 
pass very strict tests of character/ reliability and experience. 

WID Recoarnendations r 1) that all personal assistant training 
programs be inbued with the Independent Living philosophy; 2) 
that training programs be managed and administered by the 
Independent Living Centers/ wherever possible; 3) that personal 
assistants be taught that/ whenever possible/ the bulk of their 
training will be provided by their clients; 4) that users of 
personal assistance be instructors in the training program; 5) 
that training of personal assistants not be mandatory in roost 
c 8s; 6) that registration and special training be required for 
those working with people with mental or intellectual 
disabilities; and 7) that personal assistant referral/ 
recruitment and screening services be available for users who 
desire them. 

11. The program should provide effective outreach dnd training 
of consumers as appropriate . Many people who could benefit from 
Q personal assistance services are 1 ikely to be unaware of their 
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availability. Effective efforts to reach out to potential users 
are thus essential. Effective outreach tends to increase program 
costS/ however, so it is not surprising that programs are unen- 
thusiastic about ioing it. Programs therefore need to be 
required to conduct r^ffective outreach. 

Informing people that services are available is not 
sufficient, however. People need to be made aware of what 
personal assistance services are and how these services can help 
them live more independently and productively. People living 
in nursing homes or growing up with their families in dependent, 
sheltered environments, often have no conception of the degree of 
personal independence they can achieve or of the programs 
available to assist them in reaching these goals. Even though 
the independent living movement has had a considerable impact 
during its first 15 years of existence, there are still thousands 
of people who have not been touched by its precepts. 

Once they become aware of the benefits of using personal 
assistants, many people with disabilities will need training in 
how to use personal assistant services to best advantage and how 
to establish and maintain effective working relationships with 
their assistants. Managing attendants is somewhat akin to 
operating a small business in that it requires personnel manage- 
ment, budgeting, employee supervision and training, payroll 
management and the like. A number of Independent Living 
Programs, being consumer-oriented, have recognized the importance 
of consumer training, developed training programs, and, in 
several cases, published training manuals (see Bibliography). 

WID RecoroineRdations : 1) that all personal assistance 
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as visits to rehabilitation centers / sheltered workshops and 
schools* as well as brochures/ public service announcements on 
T.Y. and radio, buses/ and so on; and 2) that personal assistance 
servic* prograns offer both training for consumers in management 
of personal assistants and follow-up, 

12. Consumers should participate to a substantial dogree in 
p olicy development and program administration . It is reasonable 
to assume that/ except in the few cases where Independent Living 
Programs have taken a leading role in establishing and/or 
administering personal assistance programs/ there has been no 
significant involvement of consumers in program administration 
and policy development. Because the issues involved are so 
complex and so unfamiliar to most public administrators/ and 
because consumer control is so central to the philosophy 
underlying this service/ it is imperative that persons who use 
personal assistance services be involved/ not merely in an 
advisory or consulting capacity, but as full participants in the 
process of developing policy and administering personal 
assistance service programs. 

WID Recommendations ; 1) that every personal assistance 
service program actively recruit personal assistance users to 
fill administrative and management positions; and 2) that 
representatives of Independent Living Programs be included on 
policy boards and state/local commissions which establish 
personal assistance service policy/ rules and regulations. 
13. The program should not restrict individual providers from 
^ administering medical ions or injections or from carrying out 
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catheter management , Many prog tarns define these services as 
medical or paramedical and only allow relatively well-paid 
Registered Nurses or Licensed Practical Nurses to provide them. 
Only 59% of the programs surveyed allowed administration of 
medications; 37% allowed administration of injections. Catheter 
management was provided by fewer than half the programs. 
Furthermore, in a number of states (most notably New York) where 
there are now no restrictions regarding paramedical services/ 
nursing associations are campaigning to prohibit non-lictnsed 
providers from performing these tasks. 

Many disabled people reasonably argue that there is no 
justification for such restrictions, particularly in the case of 
individuals able to manage their own personal assistants. These 
restrictions only serve to drive up the cost of personal 
assistance services and complicate lives of people with 
disabilities by increasing the number of providers with whom they 
need to deal. 

Nowhere are concerns raised about the fact that nurses, as a 
matter of course, teach family members, friends nnd people with 
disabilities themselves to do tasks such as respiratc^ry and 
catheter management, injections, or giving medication^ Clearly, 
non-licensed providers as well can be trained to perform such 
tasks with due care. (For a fuller discussion of this issue see 
Zukas, 1986). 

WID Recoamendations : 1) that prograns allow personal 
assistance users to train independent providers in catheter 
management/ injections and medication administration; and 2) that 
prograns ensure that all providers are allowed to provide the 
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14. Family members should be eligible to be employed as 
individual providers . Many disabled people of all ages rely 
exclusively on spouses or other family members for personal 
assistance. Currently/ however, only about a quarter of the 
programs surveyed (41) allow family members to be compensated for 
their services. 

In the case of adults who are disabled/ when a user prefers 
to use a family member as an attendant/ the family member should 
be paid for that service. The provision of personal assistance 
services is work; it should not be treated as forced 
vol unt eer ism . Provision of money to hire an attendant should 
mean that anyone » related by blood or not, can be hired by the 
user. The issues involved here are dignity/ control and choice 
for both the user and the provider as well as reduction of family 
stress . 

WID Recoaroendation : 1) that all family members be eligible 
to be paid providers at a user's request; and 2) that a cash 
"personal assistance allowance" be provided which the disabled 
person can use to hire family members or to purchase services 
from the outside. 

15> No one should enter a nursing home or institution unless a 
finding has been made that they cannot live at home even with 
personal assistance . Currently/ many people enter nursing homes 
because alternative ways of meeting their needs either are not 
available or have not been considered. Once someone has entered 
a nursing home, it is often extremely difficult to reverse the 
process because family and community ties are often severed/ 
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homes and household items have been sold, and so on. 

WID Recommendation : that all states institute mandatory 
programs to screen prospective nursing home admissions. 

16. Mechanisms for accountability should be developed that take 
into account the user's need for independence . The debate over 
whether a program should mandate that users have the choice of 
hiring independent providers often comes down to questions of 
liabUity. Unfortunately there may be a major conflict between 
users' needs for independence and the states' need to protect 
themselves from liability for any abuse of users by personal 
assistants. The fear is greatest in the case of users who are 
not capable of completely managing their own personal assistant 
and in the case of users who need more "invasive" personal 
assistance with injections^ medications, and catheters. 

WID Recommendatio n; that a conference of independent living 
activists/ users and program administrators be convened to 
discuss the issue of liability more fully. 

Over the years the United States government has developed 
programs, such as SSI, in order to ensure that people who are 
disabled or elderly would have a minimum level of income. 
However, income maintenance is not in and of itself r.ufficient to 
insure independent living for people who are disabled. Personal 
assistance, particularly attendant services, is crucial to 
maintaining adults of all ages who are disabled in the community. 

Recognizing this fact, two key conferences were convened in 
1985 by the World Rehabilitation Fund and the National Council on 
the Handicapped in conjunction with the World Institute on 

13G 



114 

Disability to discuss the state of personal assistance services 
in the U.S. and Europe. The participants at these conferences- 
including representatives of the Independent Living Movement, 
state and national disability organizations, state and federal 
government, researchers, consumers and advocates - all conclu^led, 
along with WID, that a nationu^ personal assistance program for 
independent living must be established. 

Maintaining the current non-policy will no longer work. 
What has emerged on a de facto basis as an outgrowth of existing 
federal programs is a medical model of personal assistance 
service delivery which is unnecessarily costly and inadequate. 
There is an ever growing population of older people needing 
attending services and an increasing number of families unable to 
provir'e those services. 

The situation, in short, is reaching crisis proportions. In 
order to deal with it, it behooves policy makers to give serious 
consideration to this study and the recommendations it contains. 
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APPENDIX r 



DEFINITION OF TERMS 
ACTIVITIES OF DAILY LIVING 

Any of the activities which must be performed in the course of 
daily living. These activities include dressing/ bathing; 
grooming/ getting around/ eating/ preparing mealS/ shopping; 
cleaning house and engaging in work/ school/ community service or 
recreation. 

ADULT DAY CARE 

Provision during the dayr on a regular basis/ at a site outside 
of the home/ of health/ medical/ psychological/ social/ 
nutritional /educational and other services that a person with a 
disability needs in order to remain in the community. 

AREA AGENCY ON AGING (AAA) 

The local planning and service units designated by the 
of Aging to administer a program of comprehensive 
services for the elderly. AAAs can be a part 
government or a private non-profit agency. 

ATTENDANT SERVICES 

Assistance from others which cor.ipensates for a person's 
diminished ability to perform activities of daily living on 
her/his own. As used in this report and by the National Council 
on the Handicapped/ attendant services include assistance with 
personal maintenance and hygiene/ mobility and household 
maintenance tasks. 

CASE MANAGEMENT 

Coordination of a number of services/ provided by various 
agtrncies/ which are needed by a single individual. It includes 
assessment of client need; development of an individualized 
service plan; arrangement of services; and reassessment. The 
goal of case management is both to avoid service duplication and 
to facilitate an individual's receiving all needed services. 

CHORE SERVICES 

Infrequent tasks related to home maintenance such as repairs and 
yard work. Under Title XX/ personal care activities and other 
domestic services such as shopping and housecleani ng are included 
in this definition as well. 



Department 
commun i t y 
of county 



130 



ERIC 



COGNITIVE ASSISTANCE 

Assistance with life management activities such as money manage- 
ment, planning and decision making. 

COMMUNICATION ASSISTANCE 

Interpreting for people with hearing or speech disabilities. 
COMMUNITY BASED SERVICES 

Services provided in a disabled person's home or other settings 
(e.g. work, school, recreation) which enable the person to 
function in those settings. 

CONGREGATE HOUSING 

Multiple unit housing with shared common space and shared 
services for those disabled people who are not totally 
independent but who do not need institutional care. 

COST SHARING 

An arrangement allowing individuals with incomes above a certain 
minimum to receive services and pay a portion of the cost of 
those services according to a sliding scale based on income. 

DISINCENTIVES TO EMPLOYMENT 

Provisions of entitlement programs (such as SSI, SSDI and 
Medicaid) which discourage their beneficiaries from seeking 
and/or holding employment because to do so would result in loss 
of income and/or benefits. (See also footnote 4, page 7.) 

DISABILITY 

A person with a disability is any person who (i) has a physical 
or mental impairment which substantially limits one or more major 

(^^^ has a record of such an impairment, or 
(lii) is regarded as having such an impairment. 

ESCORT 

Accompanying and/or assisting a client while traveling to 
necessary activities, such as medical appointments, shopping, 
school, etc. Many attendant programs limit escort services to 
medical appointments only. 

FUNCTIONALLY DISABLED 

An impaired ability to perform activities of daily living. 
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HOME DELIVERED MEALS 

Meals prepared at a central location and delivered to homes of 
people who are old or disabled on a daily basis or less 
frequently, 

HOME HEALTH AGENCY - See HOME HEALTH SERVICES 
HOME HEALTH AIDE 

Person who, under the supervision of a home health or social 
service agency, assists older, ill or disabled persons with 
houfoehcld maintenance and personal maintenance and hygiene tasks, 
and paramedical tasks. Home health aides are usually trained by 
the Home Health Agency or by outside training programs. 

HOME HEALTH SERVICES 

Home health services are services and items furnished to an 
individual in his or her home by a home health agency. The 
services are furnished under a plan established and periodically 
reviewed by a physician and include: part-time or intermittent 
skilled nursing care; physical, occupational or speech therapy; 
medical social services, medical supplies and appliances (other 
than drugs and biologicals ) ; home health aide services; and 
homemaker services . 

HOMEMAKER 

Person who, under the supervision and training of a home health 
or social service agency, assists older, ill, or disabled persons 
with household maintenance tasks and child care. 

HOUSEHOLD MAINTENANCE TASKS 

Cleaning, shopping, meal preparation, laundering, heavy cleaning 
and repairs. 

INTELLECTUAL DISABILITY 

Mental retardation 

INDEPENDENT LIVING PROGRAM (ILP) 

A^ community-based non-profit organization, usually controlled by 
disabled people, which provides a variety of services directed at 
enabl ing disabled people to 1 ive independently. Among these 
services are peer counseling, personal assistance/attendant 
referral, benefits counseling. Independent Living Skills 
training, housing referral, and advocacy to remove social, 
economic and environmental barriers. 
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INDIVIDUAL PROVIDER 

An attendant hired and supervised by a recipient, 
LONG TERM "CARE" 

The whole spectrum of services potentially needed by disabled and 
ill people of all ages. The ranee includes health care, social 
services, housing, transportation, income security and jobs, 

MEDICAID 

Joint federal-state program, created in 1965 by Title XIX 
(Medical Assistance) of the Social Security Act, It is 
administered by the states and pays for health care services for 
people with very low income. in some states it also pays for 
personal maintenance/hygiene services or attendants, 

MEDICARE 

Federal program, created in 1965 by Title XVIII (Health Insurance 
for the Aged) of the Social Security Act, it provides health 
insurance benefits primarily to persons over the age of 65 and 
others who are eligible for Social Security benefits, 

MENTAL DISABILITY 

Psychiatric illness 

MOBILITY 

Ability to move from one place to another, 
NURSING HOME PRE-ADMISSION SCREENING 

A process conducted prior to entry into a nursing home to assess 
a person's functional abilities and service needs in order to 
determine whether the individual can remain living in the 
community rather than enter a nursing home, 

PERSONAL ASSISTANCE SERVICES 

Assistance, under maximum feasible user control, with tasks aimed 
at maintaining well-being, personal appearance, comfort, safety 
and interactions within the community and society as a whole. 
These tasks include: personal maintenance and hygiene tasks, 
mobility tasks, household maintenance tasks, infant and child 
care related tasks, cognitive tasks, security related services 
and communication services. 
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PERSONAL MAINTENANCE AND HYGIENE TASKS 

Dressing, grooming, feeding, bathing, respiration equipment 
maintenance, and toilet functions such as bowel, bladder, 
catheter and menstrual tasks, 

PROTECTIVE SERVICE 

Activities to assist individuals who, because of mental or 
physical disability or family situation are unable to protect 
themselves from neglect, hazardous situations or abuse without 
assistance from others. 

RESPITE SERVICES - See SHORT-TERM SERVICES 



SECTION 1619 OF THE SOCIAL SECURITY ACT 
See footnote 4, page 7. 
SECURITY RELATED SERVICES 

Daily monitoring by phone, special alarm systems, etc. 
SHORT-TERM SERVICES 

Intermittent attendant services replacing family members or other 
assistants on a scheduled basis which enable the individual with 
a disability to receive the assistance needed and be independent 
of the family for brief periods while allowing the family members 
to leave the home for anywhere from a few hours to several weeks. 
Short-term services are part of the continuum of personal assis- 
tance services ranging from daily service to assistance for very 
short periods. 

SUPPLEMENTAL SECURITY INCOME (SSI) 

A federal income maintenance program which provides a flat 
monthly grant to people who are poor, disabled or old whose 
resources and other income fall within certain strict limits. 

SOCIAL SECURITY DISABILITY INCOME (SSDI) 

A federal income maintenance program for people who become 
disabled after they have worked a minimum period of time 
depending on age at onset of disability. Payment amounts are 
determined by the duration and level of a recipient's prior 
earnings. There are no limits on a recipient's resources or 
other non-work related income. 

STATE AGENCY ON AGING 

The state-level agency that oversees t .e work of the Area 
Agencies on Aging in each state. 
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TEACHING AND DEMONSTRATION 

Instructional services which enable recipients of attendant 
services to perform some or all of those services themselves- 

TELEPHONE REASSURANCE 

Daily or regularly scheduled telephone calls made by family, 
friends or volunteers to check on those who are homebound. 
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APPENDIX B 
METHODOLOGY 



Programs Surveyed and Persons Interviewed 
The programs surveyed included the entire population of 
programs offering personal maintenance and/or household/domestic 
service on a long-term basis and short-term (respite) programs 
for disabled p^.ople of all ayes in the 50 states plus the 
District of Columbia. Protective service rograms (those aimed 
at preventing abuse or neglect of adults and children) were 
included only if the program servsd people on a long-term basis. 

Several types of programs were not included. Due to cost 
considerations/ programs only for people with mental illness 
(mental disability) or mental retardation (intellectual 
disability) were not included. In general, because of 
fragmentation of the service system/ in many states these 
programs are separately administered and include a different 
service mix. 

Temporary services for acutely ill or abused/neglected 
people, or for those in transition from hospital/ nursing home, 
or institution to the community were not included. Vocational 
Rehabilitation programs which provide personal assistance monies 
solely for those currently receiving vocational rehabilitation 
services were not included. Shared attendant programs in 
congregate living arrangements were not included. Finally/ 
purely household/domestic service programs were not included if 
there was not a "personal care*' program in the state with which 
the domestic program could dq paired. 

ERIC 



136 

Identification of the programs was a time-consuming process. 
An Independent: Living Program (ILP) in each state was asked to 
provide WID wir.h a list of programs and program administrators in 
that state. Adn.inistrators of the Title XX, Title XIX, and Title 
III programs wero contacted in es;ery state to determine if these 
programs offered long-term "personal care", domestic/household 
services or respite. In addition, each person contacted was 
asked to identify other progroms in *-he state. 

Selecting which programs to include was difficult. In 
general the administrator's judgment was relied on as to whether 
or not a program fit the criteria. However, there were three 
cases in which we completed the entire interview and then dt^cided 
that, in fact, the program was not a long-term or short-term 
(respite) program for people with chronic disabilities. 

In general interview the administrator of the specific 
program or the head of the administering public agency ^as 
interviewed. In a few cases, the state agency delegated full 
responsibility for administration and data collection for the 
program to a Center for Independent Living (e.g. ALPHA I in 
Maine). In these cases the administrator of the attendant 
program at the Independent Living Center was interviewed. 

One hundred seventy-thre^ (173) programs in the U.S. were 
identified as offering comprehensive or selected personal 
assistance services on a long-term or short-term (respite) basis. 
There were 154 programs included in the survey results. Three 
administrators refused to be interviewed. Three questionnaires 
arrived too late for inclusion in the data set. Thirteen Title 
III programs were not included because the State Agency on Aging 
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had no overall statewule data on the programs in their state. 

Data Gathering Procedure 
Data were gathered primarily through two methods, telephone 
survey and mail survey. Only one survey was completed by culling 
through reports sent to us by the program administrator. Thirty- 
six mail surveys were returned, of which were incomplete and had 
to be finished over the phone. One hundred eighteen (118) 
surveys were conducted entirely by phone. 

Telephone Survey Procedure 
The telephone survey was conducted from February to 
September/ 1985. The procedure for the ^elephone surveys 
involved several steps. Potential respondents were identified as 
described above. These administrators were then called to verify 
that their program delivered some or all of the constellation of 
attendant services as we defined them. when an administrator 
agreed to be interviewed, an appointment was set at least two 
weeks hence. A copy of the questionnaire was then mailed 
immediately to the respondent so she or he could gather the 
necessary regulations and statistics for the interview itself. 
The interviews were conducted primarily by two members of the V^ID 
staff with some assistance from the principal investigator. All 
the completed questionnaires were reviewed by the principal 
investigator for internal consistency. If discrepancies were 
found, the respondent was called again to clarify the problem. 

Ma il Survey Procedure 
The mail survey was conducted from September 1985 to mid- 
^ January 1986. As in the phone survey, potential respondents were 
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first called to verify if the program met our definition of 
attendant services. If it did, the questionnaire was mailed for 
the respondent to fill out and return; if it was not returned in 
two weeks as requested, a reminder was mailed. If the survey 
still did not arrive, the respondent was called and a phone 
interview was arranged. All returned questionnaires were 
reviewed for internal consistency and respondents were called to 
clear up discrepancies. 

Instrumentat ion 

The questionnaire was developed by reviewing current reports 
on attendant services from Pennsylvania (Connell et al., 1986) 
and Texas (Nosek, 1986), and an extensive review of the 
literature. The questionnaire went through several revisions as 
a result of WID staff input. A more open-ended questionnaire was 
pretested in Illinois. A revised, more close-ended question 
format was tested again in Missouri, Colorado, Massachusetts and 
Connecticut, from which the final version was constructed. 

Reliability 

Responses to questions were intended to be based primarily 
on objective, written data in the form of agency rules, 
regulations, budgets and annual reports. Consequently it was 
assumed that the answers were unaffected by who the respondent 
was, the date of the interview or the date the questionnaire was 
completed. 

However, states vary markedly in the sophistication or even 
the existence of management information systems, annual reports 
and even regulations. In some cases, respondents appeared not to 
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have a particularly good grasp of their proyrams/ because either 
management information systems were poor or the administrator was 
new to the program or not close enough to the day-to-day 
administration of the program to know precisely the services 
offered, eligibility requirements, and the like. In the latter 
situation, when an administrator knew little about a particular 
program aspect, we attempted to interview other people involved 
in program admin i strati on to flesh out the data^ 

The expenditure and case load data are not as precise as one 
would want for several reasons. First, programs varied in their 
use of fiscal or calendar year. We asked for FY 83/84 or 
calendar year 1984 data whenever possible. Two programs could 
only provide 1983 data, twenty-eight programs had information for 
FY 84/85 only and three programs gave us their budget estimates 
and case load goals for FY 85/86. No attempt was made to convert 
these figures to 1984 levels using the consumer price index or 
other means. 

Second, the expenditure and case load data is not precise 
because data collected from seven programs serving older people 
vere not included. Administrators of these programs could not 
break out expenditures and numbers using attendant services from 
the total program. In these seven programs the bulk of the 
program appeared to be aimed at home-delivered meals and adult 
day "care" programs. Their inclusion would have greatly 
distorted the expenditure and case load data. 

Finally, it must be noted that we were trying to capture a 
moment in time in a constantly shifting picture. Since we 
stopped conducting interviews, several new programs have been 
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implemented and several no longer exist. By the time this 
document is published/ more may start. In addition/ several 
states are actively in the process of modifying existing 
programs. At least one state is looking into consolidation of 
all its programs. Other states are considering or have already 
changed eligibility criteria. And/ as discussed in the body of 
the report, Section 1519 of the Social Security Act should have a 
major effect on who is eligible for attendant services. 

Validity 

The key aspect of validity that must be considered here is 
whether the concepts and definitions established here were 
sufficiently clear and precise to insure that anyone else doing 
the survey would arrive at the same results. In particular, much 
rests on whether the programs surveyed in fact are short-term 
(respite)/ personal management/hygiene, household maintenance or 
attendant programs including both types of services/ which serve 
people who are disabled on a long term basis. 

It is possible that some programs surveyed do not in fact 
meet these criteria. Distinguishing Medicaid "personal care" 
programs which are aimed mainly at people who are chronically ill 
and in need of significant amounts of medical services on an 
intermittent basis from attendant programs was especially 
difficult. Often we had to rely on the administrator's judgments 
as to whether their programs fit our criteria. Ihe opposite 
problem occurred with program administrators who had a very 
narrow conception of attendant services/ e.g. programs for 
severely disabled working age people who are employed or 
Q employable. In these cases, we had to push administrators to 
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agree that if, for example, their program served older people for 
only an hour or two a week on a regular basis, that it was in 
fact an attendant service program. 

Finally, we may also have missed some programs that should 
have been surveyed because none of our informants in a state knew 
about the program. 

There is another issue surrounding the validity of the 
results which must also be mentioned. At times/ respondents told 
us that there was a difference between what a program was 
actually like and what it was supposed to do on paper. In 
particular, we found that on paper some programs providing 
services through independent providers did not offer assistance 
with catheters, medication and injections/ but that providt s 
actually did perform such services. In order to avoid the dis- 
crepancy, we asked respondents to tell us what was in the program 
rules and regulations, but this may not always have occurred. 

Operational Definitions 
All variables used in this report, except "need for 
attendant services", are derived from answers to the 
questionnaire (Appendix C). 

Administering Agency 
Administering agency was created by establishing seven 
categories: 1) General Social Service Agencies included 
Departments of Social Services, Human Resources, Community 
Services or Public Welfare, and Mixed Departments like Health and 
Rehabilitation Services; 2) State Agencies on Aging; 3) State 
vocational rehabilitation agencies; 4) Kodical Assistance 
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Agencies; 5) State Health Departments; 6) Centers for Independent 
Living; and 7) Other miscellaneous administering agencies for 
developmental disability, visual disability and spinal cord 
injury. 

Age Groups Served and Eligible 

For age groups eligible, several categories were derived: 
1) All ages, 2) 18 and above, 3) 60 or 65 and above, 4) 18'-60 or 
64, 5) Less than 18, 6) Less than 60 or 65. Because Title III 
uses 60 as the cut-off point and nost other programs use 65, the 
cut-off in programs servina older adults was not sharp. 

For age groups served, in addition to the variations 
regarding tne age cut-off for older adults, many programs could 
not specify the percentage of clients under 18 years old or over 
75. So age groups served was only broken into two categories: 1) 
Logs than 60 or 65, and 2) More than 60 or 65. 

Average Hourly Reimbursement Rate 
Average hourly reimbursement rate to contract agencies was 
determined in two ways. If an administrator could answer the 
question directly, then that answer was used (n=50, 42%). If an 
administrator could only speak j terms of reimbursement for each 
type of worker (n=37), e.g. home health aide, chore worker and/or 
housekeeper, then an average rate was derived from the highest 
and lowest of these reimbursement rates. Every attempt was made 
to include cnly those professions which provide attendant 
services in these figures, so the reimbursement rates for health 
personnel such as registered nurses and the various types of 
therapists were excluded from the range. 
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Average Hourly Wage 

Average hourly pay for attendants was determined differently 
for each type of provider. For individual providers and govern- 
ment employees/ if the administrator could answer the question 
directly, that answer was used. If the answer was given in terms 
of a salary range, then the lower end of the range was used. If 
the i;alary was in terms of days, e.g. $20/day, then that salary 
figure was divided by the number of houro to be worked. 

The administrators of 26 contract programs were able to 
state what the average wage rates were in their programs. In 
another 37 cases, however, administrators could only give the 
wages for specific types of workers, such as home health aides 
and housekeepers. Again, excluding health personnel such as 
R.N.s and therapists, the average of the lowest and highest of 
these rates was usee, as above. 

Average Number of Benef its 
Average nu.nber of benefits provided was obtained by giving 
one point for each of seven benefits the program actually 
provides and averaging the sum across all the programs within a 
particular provider type. 

Disability Groups Served and Eligible 
Although the questionnaire askec respondents to indicate 
whether they served people with developmental disabilities using 
three different definitions, it became clear that there were wide 
discrepancies in the use of the term. In order to decrease the 
confusion, only four categories for disability were used: 1) 
physical disability, 2) brain injury, 3) mental illness, and 4) 
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mental retardation. 

Expendi turf. Per Client 
Expenditure per client per year was computed by dividing 
expenditures by the number of clients. For all programs, the 
expenditure and client figures used were parallel. Expenditures 
and clients for attendant services only (n=^91) were preferred. 
If one or the other or both were not available, then expenditures 
and clients in the total program were used (n=30). However, if 
the total program included home-delivered meals or adult day 
care. Then expenditure per client was not computed. 

Funding Sources 

If e program received funding from a federa] program and 
combined that with state or local funds, that program was counted 
only as a federally-funded program under the appropriate federal 
Title or mix of Titles. 

Graduated Shared Cost Formula 
Whether programs employed a graduated shared cost formula 
was determined directly from the answer to that question in the 
survey. 

Hours Services Available 
Hours Services Available was defined by whether programs 
offered services 24 hours a day, 7 days a week as determined by 
answers to two questions in the survey instrument. 

Incomo Eligibility and Poverty Level 
Income eligibility was determined by asking for the highest 
amount an individual could earn and still be eligible for the 
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program, taking into account graduated shared cost formulas and 
deductions from income for disabii ity-reiated and other expenses. 
It was difficult for many administrators to answer this questions 
with precision. 

Poverty level was determined by one of two criteria: 1) the 
income eligibility level stated was at or below the poverty level 
as outlined by the U.S. Department of Health and Human Services 
(1985), and 2) no income eligibility level was stated but the 
program only accepted people who received or were eligible for 
SSI, SSDI or Medicaid. 

Independent Living Score 
A program's independent living score was computed by giving 
a score of 1 for a positive answer to the following 10 items: 1) 
no medical supervision, 2) offers attendant services with 
catheterization, 3) service limit of 20 hours/week or more, 4) 
services available 24 hours a day, 7 days a week, 5) income limit 
greater than or equal to 150% of the poverty level for a single 
person, 6) independent providers allowed, 7) user hires and fires 
the attendant, 8) user pays the attendant, 9) user trains the 
attendant, and 10) user participates in deciding the number of 
hours and type of services she or he requires. The higher the 
score, the greater the conformity to the Independent Living model 
of service delivery. 

Maximum Service Amount Allowed 
Programs stated the maximum amount of services allowed in 
two ways: 1) Number of hours per week, month or year, or 2) 
Monthly financial allowance or ceiling. if limits were defined 
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by numbers of hours per month or year, these were converted to 
number of hours per week on the assumption that the hours were 
equally spread - but there were programs thet allowed for 
fluctuation within a year or over a month and did not cut off 
service. The monthly allowances or ceilings were converted into 
number of hours allowed per week by dividing by the average 
hourly wage for all types of attendants ($4.41/hour) and further 
dividing by 4 to get a weekly figure. Programs that gave the 
maximum amount of service allowed in terms of visits were not 
included because visits could be much less or much more than an 
hour long. Once all the service limits were converted to hourS/ 
programs could then be divided into those which allowed for 20 
hours or more of service per week and those which did not - a 
measure of the severity of the disabilities of the program users. 

i^^edical Supervision Requi red 
Whether medical supervision was required was determined by 
adding together those programs that required supervision of all 
services and those requiring medical supervision of only some 
services. 

Need for Attendant Services 
Need for attendant services was defined by results from the 
Home Care Supplement to the 1979-1980 National Health Interview 
Survey in which respondents were asked whether they received or 
needed the assistance of another person in performing seven basic 
physical activities. The physical ac wities inclu'5ed: walking, 
going outside, bathing, dressing, using the toilet, getting in or 
out of bed or chair, and eating. The percentage of people in 
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each age group needing help with one or more activities was then 
used to estimate the number needing help, utilizing 1585 
population census data. 



Purpose of Program 
Purpose was split into three categories by combining answers 
to the question on purpose: 1) Prevention of institutionali- 
zation and enabling people to stay in their own homes were 
combined, 2) Allowing people to work and still receive financial 
aid for attendant services and financial aid to employed or 
employable were combined, and 3) cost containment. 

Re latives Allowed as Attendants 
Whether relatives were allowed to be paid attendants was 
determined by whether one of the four closed-ended questions or 
the open-f nded question regarding circumstances under which 
relatives can be paid were answered. If none of these questions 
was answered in the affirmative, then it was deduced that 
relives were not paid to be attendants by the program. 

Services Offered 
Services offered was determined by answers to 33 close-ended 
questions in the survey instrument. Administrators were asked to 
state what existed in the regulations, not what custom allowea. 
In addition, a core of services was defined in order to determine 
if a minimum set of services was being delivered by any 
particular program. The personal maintenance/hygiene services 
core included feeding, bathing, dressing, bowel and bladder care, 
oral hygiene, and grooming and transfers. The household 
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maintenance core included light cleaning, laundry, shopping, meal 
preparation and clean-up. Attendant services were defined as 
programs that combined both personal maintenance/ hygiene and 
household maintenance services. In addition, personal 
maintenance and attendant services were described as being 
offered with or without catheter assistance. 

Total Expend i tures 
Total attendant program expenditures were based on answers 
to one of two questions. If the administrator could state the 
total expenditure just on attendant services, that was the figure 
used (n=110). If the attendant service expenditures could not be 
broken out from total program expenditures, then total program 
expenditures were used (n=30). However, if adult day care and/or 
home-deliverad meals were part of the total program; then the 
expenditure figure was not used at all because it would greatly 
inflate program costs. Also, if medically oriented services were 
included in the total program expenditure figure, that figure was 
not used. 

Total Number of Clients 
Total number of clients was defined by the answer to two 
questions. If an administrator could state the total number of 
clients receiving just attendant services, that was the figure 
used (n=104). If attendant services users could net be broken 
out from the rest of the program clients, the number of clients 
in the total program was used {which was the case for 20% of the 
programs, n=2fO» However, if the total program included adult 
day care and/ or home-delivered meals, the client figure was not 
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used at all because it would have greatly inflated the number of 
attendant users, particularly in Title III progran-.s. The client 
figures for programs that could not separate attendant service 
users from the regular Medicaid program was also not used. 

Type of Provider 
Type of provider was defined by answers to the questions 
regarding type of provider in the survey instrument which had 
three categories: 1) self-employed individuals, 2) contract 
agencies, and 3) local gov .rnment unit staff. 

Year Program Implemented 
The year program was implemented was based directly on 
answers to that question. 

Suggestions for Further Research 
Following are questions for further research, answers to 
which would help to fill out the picture of attendant service 
delivery in the United States: 

1) How many people are in need of pub 1 i c ly- funded 
attendant services? 

a) How many people could leave nursing homes and 
institutions if adequate attendant services were 
available in their home community? 

b) To what extent do people of all ages needing 
personal assistance rely on unpaid/volunteer labor 
of family and friends? 

2) Are consumers in more independent living-oriented 
programs more satisfied with p.rsonal assistance 
services they receive than people in more r.-.-ically- 

172 



150 

oriented programs? 

3) How do unit costs (e^g* cost *^er service hour) 
compare across the different personal assistance 
programs? 

4) What is the impact of personal assistance services 
on the development of children and teenagers? 

5) To what degree do personal assistance users 
participate in personal assistance program policy 
determination; administration and staff training? 

6) What are all the other disability-related costs 
personal assistance users have to bear in order to 
function independently in the community, e.g. equipment 
replacement and repair, housing and clothing adap- 
tations, medical insurance (if available), transpor- 
tation? 

7 ) How do personal assistant serv i ces va ry for people 
with mental, intellectual or physical disabilities? 
Can services be adequately combined? 

8) How do personal assistance programs compare in terms 
of quality? 

9) How can outreach to potential personal assistance 
users be made more effective? 

10) What o^'her personal assistance services could 
people who are disabled use, e.g. emergency backups, 
child maintenance assistance? 

11) What could contribute to increasing provider satis- 
faction and decreasing turnover? 

12) How would providing personal assistants on the job 
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contribute to increasing the employment of disabled 



13) Are people who rely on the assistance of volunteers 
(family and friends) less independent? less productive? 

14) What is the economic and emotional impact on 
families who provide the bulk of attendant services for 
the family member who is disabled? 
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APPENDIX C 

SOURCES OF ATTENDANT SERVICES IN THE UNITED STATES 



Alabaga 

Community Alternative Services 
Alabama Medicaid 
2500 Fairlane Dr. 
Montgomery/ AL/ 36130 

Community Services Program (Title III) 
Commission on Aging 
502 Washington Ave. 
Montgomery, AL, 36130 

Komebound Program 

Division of Rehabilitation 

& Crippled Children's Services 

2129 E. South Blvd. 

P.O. Box 11586 

Montgomery, AL, 36111-0586 

Optional Supplement of SSI 
Department of Pensions and Securities 
64 N. Union St. 
Montgomery, AL/ 36104 

Alaska 

Homemaker Program 

Department of Health anc' Social Services 
Pouch H-05 
Juneau, AK, 99811 

Title III Services 
Older Alaskans Commission 
Pouch-C, Mail Stop 0209 
Juneau, AK, 99811 

Arizona 

Pima County Community Services System 
Aging and Medical Services Department 
2250 N. Craycroft 
Tucson, AZ, 85712 

Arkansas 

In-Home Services Program 

Department of Human Services 

Donaghey Building 

7th and Main 

Little Rock/AR, 72201 
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Spinal Cord Commission Program 
Spinal Cord Commission 
2020 W. 3rd, ste. #2-H 

T^l-l-lo O^*^!*- ^ ^ ^ r\ e 

Title III In-Home Services Program 
Central Arkansas Area Agency on Aging 
706 W. 4th, P.O. Box 5988 
North Little Rock, AR, 72119 

California 

Community Services Program — Title III 
Department of Aging 
1020 19th St. 
Sacramento, CA, 95814 

In-Home Medical Care Waiver 
Department of Health Services 
714 P St. Rm. #1640 
Sacramento, CA, 95814 

In-Home Supportive Services 
Department of Social Services 
744 P. St. , M^S 9536 
Sacramento, CA, 95814 

Multipurpose Senior Services Program (Frail Elderly Waiver) 
Department of Aging 
1600 9th St. Rm. #456 
Sacramento, CA, 95814 

Colorado 

Home- and Community-Based Service Program 
Department of Social Services 
1575 Sherman Ave. 
Denver, CO, 80203 

Home Care Allowance 
Department- of Social Services 
15"^" Sherman St. Rm. #803 
Denver, CO, 80203 

Medicaid Home Health Agency Services 
Bureau of Medical Services 
Department of Social Services 
1575 Sherman, Room 803 
Denver, CO, 80203 

Support ive Services 

Division of Aging and Adult Services 
1575 Sherman St. Rm. #803 
Denver, CO, 80203 
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Connecticut 

Essential Services Programs 
Department of Human Resources 
110 Bartholomew Ave. 
Hartford, CT, 06106 

Fairfield County Home- and Community-Based VJaiver 
Department of Income Maintenance 
110 Bartholomew Ave. 
Hartford, CT, 06106 

Medicaid Home Health Care Services 
Department of Income Maintenance 
110 Bartholomew Ave. 
Hartford, CT, 06106 

Personal Care Assistance Program 
Department of Human Resources 
110 Bartholomew Ave. 
Hartford, CT, 06106 

Promotion of Independent Living 
Department on Aging 
175 Main St. 
Hartford, CT, 06106 

Delaware 

Homemaker Program 

Division of Economic Services 

Delaware State Hospital 

P.O. Box 906 

New Castle, DE, 19720 

Medical Assistance Program 

Delaware State Hospital, Biggs Bldg. 

New Castle, DE, 19720 

Florida 

Community Care for Disabled Adults 

Department of Health and Rehabilitative Services 

1317 Winewood Blvd. 

Bldg 2, Ste. #328 

Tallahassee, FL , 32301 

Community Care for the Elderly 
Health and Rehabilitative Services 
1321 Winewood Blvd. 
Tallahassee, FL, 32301 

Elderly Waiver/Physically Disabled and Infirm Elderly 
Health and Rt'habil itat ive Services 
1317 Winewood Blvd. 
Tallahassee, FL, 32301 

i / / 
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Home Care for the Elderly 

Department of Health and Rehabilitative Services 
1317 Winewood Blvd., Building 2 
Tallahassee, FL , 32301 

Title III Program 

Department of Health and Rehabilitative Services 
1317 Winewood Blvd. 
Bldg 2, Rm. #321 
Tallahassee, FL , 32301 

Georgia 

Community Care for the Elderly 
Office of Aging 
878 Peachtree St. N.E. 
Atlanta, GA, 30309 

Homemaker Program 
Department of Human Resources 
878 Peachtree St., N.E. 
Atlanta, GA, 30309 

Title III In-Home Services Program 

Office of Aging 

878 Peachtree St., N.E. 

Atlanta, GA, 30309 

Hawaii 

Chore Services Program 

Department of Social Services and Housing 
P.O. Box 339 
Honolulu, HI, 96809 

Nursing Home Without Walls 
Communi^'iy Long-Term Care Services 
Department of Social Services and Housing 
33 S. King St., Rm. #223 
Honolulu, HI, 96813 

Title III Program 
Area Agency on Aging 
650 S. King St. 
Honolulu, Hx, 96813 

Idaho 

Homemaker Program 

Idaho Office for the Elderly 

State House 

Boise, ID, 83720 

Special Targeted Home- and Community-Based Service Waiver 
Department of Health and Welfare 
450 W. State, 6th Floor 
Boise, ID, 83720 
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Statewide Home- and Community-Based Care (Personal Care Waiver) 
Department of Health and Welfare 
450 W, Stat 3, 6th Floo- 
Boise; ID; 83720 

Illinois 

Community Care Program 
Illinois Department on Aging 
421 E. Capitol Ave. 
Springfield; IL; 6^/06 

Home Services Program 

Department of Rehabilitation Services 
622 E • Washington 
Springfield; IL; 62705 

Indiana 

Home Care Services and Aging Programs 
Department on Aging and Community Services 
251 N, Illinois St.; Capitol Center 
Indianapolis; IN; 46204 

Medicaid Home Health Program 
Department of Public Welfare 
100 N. Senate 
Indianapolis; IN; 46204 

Medicaid — Waive red Services 
Department of Public Welfare 
100 N. Senate 
Indianapolis; IN; 46204 

Title III — In-Home Services 
Department on Aging and Community Services 
251 N, Illinois St.; Capitol Center 
Indianapolis; IN; 46204 

lova 

Homemaker Health Aid 
Iowa Department of Health 
Lucas State Office Building 
Des Moines; lA; 50319 

In-Home Health Program 
Department of Human Services 
Hoover Building; 5th Floor 
Des Moines; lA; 50319 

Kansas 

Alternate Care Program 

Department of Social and Rehabilitation Services 
1st rioor Middle Bldg, 
Q 2700 W, 6th 
ERiC Topeka, KS, 66606 J^y^j^ 



157 



Home- and Community-Based Services Waiver Program 
Department of Social and Rehabilitation Services 
1st Floor Biddle Bldg. 
2700 W. 6th 
Topeka, KS, 66606 

Homemaker Program 

Departmf .t of Social and Rehabilitation Services 
1st Floor Biddle Bldg. 
2700 6th 
Topeka, KS, 66606 

Title III Program 
Department on Aging 
610 10th 
Topeka, KS, 66612 

Kentucky 

Bluegrass Home-- and Community-Based Service Waiver 
Division of Medical Assistance 
Cabinet of Human Resources 
275 E. Main Sc. 
Frankfort, KY, 40601 

Home Care Program (60+) 
Division of Aging Services 
Cabinet of Human Resources Building 
Frankfort, KY, 40621 

Personal Care Attendant Program 
Department of Social Services 
Cabinet of Human Resources Building 
Frankfort, KY, 40621 

Louisiana 

In-Home Services Program (Title III) 
Governor's Office of Elderly Affairs 
P-0- Box 80374 
Baton Rouge, LA, 70898 

Maine 

Attendants for Employed People 

Alpha I 

169 Ocean St. 

S. Portland, ME, 

Attendants for Unemployed People 

Alpha I 

169 Ocean St. 

S. Portland, ME, 

Home- and Community-Based Waiver Program 
Department of Human Services 
State Kouso Station II 
Augusta, ME, 04J33 
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Homebased Care Program 
Department of Human Services 
State House Station II 
Augusta/ ME/ 04333 

Support Services 

Bureau of Social Services 

221 State St, 

Augusta/ ME, 04333 

Maryland 

Attendant Care Program 

Division of Vocational Rehabilitation 

200 W. Baltimore St, 

Baltimore/ MD/ 21201 

Gateway II 

Office on Aging 

301 W. Preston/ Rm, #1004 

Baltimore/ MD/ 21202 

In-Home Aide Services 
Department of Human Resources 
300 W. Preston Rm, #403 
Baltimore/ MD, :i201 

Personal Care Program 

Department of Health and Mental Hygiene 

300 W. Preston Rm, #206 
Baltimore/ MD/ 21201 

Title III In-Home Services Program 
Office on Aging 

301 W. Preston/ Rm, #1004 
Baltimore/ MD/ 21201 

Massachusetts 

Home Care Program 

Executive Office of Elder Affairs 
38 Chauncy St. 
Boston/ MA/ 02111 

Home Care Waiver Program 
Department of Public Welfare 
Medicaid Division Rm. #740 
600 Washington St • 
Boston/ MA/ 02111 

Independent Living Personal Care Program 
Medicaid — Department of Public Weltare 
600 Washington St, Rm, #740 
Boston/ MA/ 02111 
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In-Home Services for the Blind 
Commission for the Blind 
110 Tremont St* 
Boston MA; 02108 



Personal Care Program 

Massachusetts Rehabilitation Commission 
Statler Office Building 
Boston, MA, 02116 

Title III 

Executive Office of Elder Affairs 
38 Chauncy St. 
Boston, MA, 02111 



Michigan 

Alternative Care Program 
Office of Services to the Aging 
P-0. Box J0026 
Lansing, MI, 48909 



Home Help Program 
Department of Social Services 
Commerce Bldg Ste. #710 
?00 S. Capitol 
Lansing, MI, 48912 



Model Home- and Community-Based Services 
Medicaid Policy and F^pimbursement Division 
P.O. Box 30037 
Lansing, MI, 48909 



Minnesota 



Personal Care Services Program 

Department of Human Services 

Space Center 

444 Lafayette Rd. 

St. Paul, MN, 55101 

Title III-*-In-Home Services Program 

Board on Aging 

204 Metro Square 

7th and Robert 

St. Paul, MN, 55101 



Mississippi 

Home maker Program 
Council on Aging 
301 West Pearl St. 
Jackson, MS, 39201 



Independent Living — Attendant Care Pilot Program 
State Deparlruent of Rehabilitation Services 
P.O. Box 1693 




Jackson, MS, 39215--1698 
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Miasouri 

Disabled Children's Home- and Community-Based Waiver 

308 £• High St. 
Jefferson City, MO, 65101 

Home- and Community-Based Waiver for the Aged 
Department of Social Services 
308 E. High St. 
Jefferson City, MO, 65101 

Personal Care Assistance Program 
Division of Vocational Rehabilitation 
2401 E. Mccarty 
Jefferson City, MO, 65101 

Personal Care Services 
Department of Social Services 
308 E. High St. 
Jefferson City, MO, 65101 

Title III — Chore Homemaker 
Department of Social Services 
P.O. Box 1337 
Jefferson City, MO, 65102 

Title XX — SSBG In-Home Service Program 

Division on Aging 

Broadway State Office Building, 

P.O. Box 88 

Jefferson City, MO, 65103 
Montana 

Home Attendant Program 

Department of Social and Rehabilitation Services 
Box 4210 

Helena, MT, 59601 

Home Attendant/Chore Program 

Department ot Social and Rehabilitation Services 
Box 4210 

Helena, MT, 59601 

Home- and Community-Based Services Program 
Department of Soc ial and Rehabilitation Services 
111 Sanders 
Helena, MT, 59601 

Personal Care Attendant Program 

Department of Social and Rehabil i tat ion Services 
111 Sanders 
Helena, MT, 59601 
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Nebraska 

Chore Services Program 
Department of Social Services 
Box 95026 

Lincoln, NE, 68509 

Disabled Persons & Family Support Program 
Department of Social Services 
Box 95026 

Lincoln, NE, 68509 

Long-Term Care Program 
Department of Social Services 
Box 95026 

Lincoln, NE, 68509 

Title III In-Home Services Program 
Department on Aging 
Box 95044 

Lincoln, NE, 60509 
Nevada 

Aging Services 

Department of Human Resources 
505 E. King St. Rm. #101 
Carson City, NV, 89710 

Attendant Care Program 
Northern Nevada CIL 
190 E. Liberty 
Reno, NV, 89501 

Homemaker Services 
Welfare Division 
251 Jeannell Dr. 
Carson City, NV, 89710 

Medicaid Home Health Program 
Department of Human Resources 
251 Jeannell Dr. 
Carson City, NV, 89710 

New Hampshire 

Adult Services 

Department of Human Services 
Division of Welfare 
Hazen Dr. 

Concord, NH, 03301 

Home- and Community-Based Care 
for the Elderly and Chronically 111 
Office of Medical Services 
Hazen Dr. 

Concord, NH, 03301 
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Personal Care Attendant Program 
Office of Medical Services 
Hazen Dr. 

Concord/ NH, 03301 

Title III-B In-Home Services 
State Council on Aging 
105 Loudon Rd. 
Concord/ NH, 03301 

Nev Jersey 

Community Care Program for Elderly and Disabled 
Division of Medical Assistance and Health Services 
CN 715 

Trenton/ NJ, 08625 

In-Home Services Program (Title III) 
Division on Aging 
363 W. State St. 
Trenton, NJ, 08625 

Model Waiver (Home- and Communi -based Services for Elir 
Disabled Children and Adults) 

Division of Medical Assistance and Health Services 
CN 715 

Trenton, N J , 08625 

Personal Attendant Program 

Department of Human Services 

222 South Warren Street, 2nd Floor 

CN700 

Trenton, NJ, 08625 

Personal Care Assistant Program 

Division of Medical Assistance and Health Services 
CN 715 

Trenton, NJ, 08625 
New Mexico 

Coordinated Community In-Home Care for the Aged and Disabled 

Human Service Department 

P.O. Box 2348 

PERA Bldg. Rm. #418 

Santa Fe , NM, 87504 

Critical In-Home Care Program 

Department of Social Services 

P.O. Box 2348 

PERA Bldg. Rm. #516 

Santa Fe, NM, 87504 

Homemaker Program — Title XX 
Social Services Division 
P.O. Box 2348 
^ Santa Fe , NM, 87504-2348 
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Title III — In-Home Services 
State Agency on Aging 
2214 Bast Palace Ave. 
Santa Fe, NM, 87501 

Waiver for Medically Fragile Children 

Human Service Department 

P*0, Box 2348 

PERA Bldg, Rm. #418 

Santa Fe , NM, 87504 

Nev York 

Disabled Children's Program 
Office of MR £- DD 
44 Holland Ave. 
Albany, NY, 12229 

Long-Term Care Project 
Division of Medical Assistance 
40 N. Pearl St. 
Albany, NY, 12243 

Personal Care Services 
Department of Social Services 
1 Commerce Plaza 
Albany, NY, 12237 

Respite Demonstration Project 
Department of Social Services 
40 N. Pearl St. 
Albany, NY, 12243 

Title III-B and Community Services for the Elderly 
Office for the Aging 
Empire State Plaza 
Bldg 2, 4th Floor 
Albany, NY, 12243 

Title XX Program 
Department of Social Services 
40 N. Pearl St., 9th Floor 
Albany, NY, 12243 

North Carolina 

Attendant Care Program 
Metrolina Independent Living Center 
1012 S, Kings Drive, Suite G-2 
Charlotte, NC, 28283 

Community Alternatives Program 
Division of Medical Assistance 
1985 Umstead Dr. 
Raleigh, NC, 27603 
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Homemaker/Chore Program (Title XX) 
Division of Social Services 
325 N. Salisbury St. 
Raleigh, NC/ 27611 

In-Home Services Program (Title III) 
Division on Aging 
1985 Umstead Dr. 
Raleigh, NC , 27603 

Horth Dakota 

Personal/Attendant Care Program 
Department of Human Services 
Capitol Building 
Bismarck, ND, 58505 

Ohio 

Assistance for Independent Living 
Department on Aging 
51 W. Broad St., 9th Floor 
Coluffibus, OH, 43266-0501 

Homemaker-Home Health Aide Demonstration Project 
(Title XIX Waiver) 
Department of Human Sprvices 
30 E. Broad St. 
Columbus, OH, 43215 

Passport 

Department of Human Services 
30 E. Broad St. 
Columbus, OH, 43215 

Personal Care Assistance Program 
Rehabilitation Services Commission 
4656 Heaton Rd. 
Columbus, OH, 43229 

Title III — In-Home Services 
Department on Aging 
50 West Broad St. 
Columbus, OH, 43266-0501 

Title XX — In -Home Services 
Department of Human Services 
30 E. Broad St., 30th Floor 
Columbus, OH, 43125 

OXlahowa 

Home Maintenance Aide Program 
Department of Human Services 
P. 0. Box 25352 

Oklahoma City, OK, 73125 ^ y 
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Non-Technical ^5edical Care 
Department of Human Services 
512 N.E. 28th 
Oklahoma City, OK, 73125 

Title III In-Home Services Program 
Department of Human Services 
P.O- Box 25352 
Oklahoma City, OK, 73125 

Oregon 

In-Home Services 
Senior Services Division 
313 Public Service Bldg 
Salem, OR, 97310 

Pennsylvania 

Attendant Care Demonstration Program 
Department of Public Welfare 
Rm. #529, Health and Welfare Building 
Harrisburg, PA, 17120 

Attendant Care Services for Older Adults 
Department of Aging 
231 State St. 
Harrisburg, PA, 17101 

Community- Based Servi ces 
Department of Aging 
231 State St. 
Harrisburg, PA, 17101 

Rhode Island 

Homemaker Program 
Department of Human Services 
600 New London Ave. 
Cranston, RI, 02920 

Independent Living Rehabilitation Program 
Vocational Rehabilitation 
40 Fountain St. 
Providence, RI, 02903 

In-Home Services Program 
Department of Elderly Affairs 
79 Washington St. 
Providence, RI, 02903 

Medicaid Waiver Program 
Division of Medical Services 
600 New London 
Cranston, RI, 02920 
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South Carolina 

Community Service Program (Titl^* TIT) 
Commission on Aging 
915 Main St. 
Columbia, SC, 29201 

Home- and Community-Based Waivered Tervic^s Program 

Health and Human Services Finance Commission 

P. 0. Box 8206 

Columbia, SC, 29202-8206 

SSBG — Homeinaker Program 

State Health and Huiran Services Finance Commission 
P.O. Box 8206 
Columbia^ SC, 29202 

South Dakota 

Attendant Care Piogram 
Adult Services and Aging 
700 N. Illinois St. 
Pierre, SD, 

Attendant Care Program 

Prairie Freedom Center for Disabled Independence 
800 West Ave., North 
Sicnx Falls, SL , 57104 

Homemaker/Home Health Aide Program 
Adult Services and Aging 
700 N. Illinois St. 
Pierre, SD, 

Tennessee 

Title III — In-'-on'ie Services 
Commission on Aging 
Tennessee Bldg, Ste. ^710 
535 Church St. 
Nashville, TN, 37219 

Texas 

Family Care Program 
Department of Human Resources 
Mail Code 543-W, P.O. Box 2960 
Austin, TX, 78769 

1915-C Model Waiver 
Department of Human Resources 
P.O. Box 2960, Mail Code 540 W. 
Austin, TX, 78769 
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Primary Home Care Program 
Department of human Resourcr^s 
Mail Code 543-W/ P.O. Box 2960 
Austin, TX, 78769 

Title III — In-Home Services 
Department on Aging 
P.O. Box 12786, Capitol Station 
Austin, TX, 78711 

Utah 

Homemaker — Personal Care Program 
Division of Aging and Adult Services 
105 W. North Temple 
Salt Lake City, UT, 84103 

Personal Attendant Care Program 
Department of Social Services 
150 W. N:.rth Temple Ste. #234 
Salt Lake City, UT, 84103 

2176 Wai\er Home- and Comirun i ty-Based Services Program 

Department of Health 
150 W. North Temple 
P.O. Box 45500 
Salt Lake City, UT, 84145 

Vermont 

Participant Directed Attendant Care 
Vocational Rehabilitation Division 
Osgood Guilding 
Waterbury, VT, 05676 

Personal Services Program 
Division of Social Services 
103 S. Main St . 
Waterbury, vt, 05676 

YirqiniPL 

Adult Services Proox. m — Homebased Services 
Department of Social Services 
8007 Discovery Dr. 
Richmond, ^A, 23288 

Homemaker/Pe-sonal Care, Homf He Ith Aide, 

or Companion Progr (Title III) 
Department for the Aging 
101 N. 14th St., 18th Floor 
Richmonvi, VA, 23219 

In-Home Personal Care Services 
Department of Medical Assistance Services 
109 Governor St. 
Richmond, VA, 23219 
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Washington 

Chore Services Program 

Department of Social and Health Services 
Office Building 43-G 
Olympia, WA, 98504 

Comprehensive Options Program Entry System 
Bureau of Aging and Adult Services 
Office Building, 43-G 
Olympia, WA, 98504 

West Virginia 

Chore Services Program 
Deptartment of Human Services 
1900 Washington St. E. 
Charleston, WV, 25305 

Home- and Communi ty- Based Services 

Medicaid Waiver for the Elderly and Disabled 
Department of Human Services 
1900 Washington St., E, Bldg. 6 
Charleston, WV, 25305 

Wisconsin 

Community Options Program 
Office of Program Initiative 
1 W. Wilson Rni. #314 
Madison* WI, 53707 

Family Support Program 
Developmental Disabilities Office 
P.O. Box 7851 
Madison, WI, 53707 

Katie Beckett Waiver Program 
Department of Health ar'"' riuman Services 
P.O. Box 309 
1 W. Wilson St. 
Madison, WI , 53701 

Medicaid Home Health Program 
Department of Health and Human Services 
P.O. Box 309 
1 W- Wilson St. 
Madison, WI, 53701 

Respite Care Project 

Division of Community Services 

Office on Aging 

Room 480, One W. Wilson Street 
Madison, WI, 53707 
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Supportive Home Care — Title XX 
Office of Program Initiative 
Division of Community Services 
1 W* Wilson St, Rm/ #314 
Madison, WI, 53707 

Wyoming 

Community-Based In-Home Services Demonstration Contracts 
Commission on Aging 
Hathaway Building 
Cheyenne, WY, 82002 

Homemaker Program - Title XX 
Division of Public Assistance and 
Social Services 
Hathaway Bldg., Rm. #388 
Cheyenne, WY, 82002 

Washington^ D>C» 

Home Care Services Program 
Department of Humv=in Services 
19th and Massachusetts Ave, S.E. 
Bldg 16, D.C General Hospital 
Washington, DC, 20003 

In-Home Support Services 
Department of Human Services 
Randall Bldg, 1st and "I" St., S.W. 
Washington, DC, 20024 

Title III In-Home Services Program 
Office on Aging 
1424 K. St. N.W., 2nd Floor 
Washington, DC, 20005 
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APPENDIX D 
SURVEY INSTRUMENT (QUESTIONNAIRE) 



l9:i 



WORLD 
INSTITUTE 
ON DISABILITY 



1720 Oregon Street, Suite 4 • Berkelexj, California 94703 • (415) 486-8314 

STATE 



TITLE OF PROGRAM 



CASE NUMBER 



DATE 



INTERVIEWER 
RESPONDENT 



TITLE 



AGENCY NAME 



ADDRESS 



TELEPHONE ( ) 



FOR INTERVIEWER COMMENTS: 



a public policy center dedicated to the elimination of handicappism through the promotion 
^ '^^independence, equity of opportunity and full participation of people with disabilities 



A. HISTORY 

Al. Is this a medicaid waiver program? 



Yes 1 

No 2 

D/K 8 

IF NO, SKIP TO A3 



A2. When did HCFA . /prove the waiver? 

SKIP TO A5 



SKIP TO HERE 

A3* What is the legislation which established this 
program? 



A*. When was the legislation passed? 



SKIP TO HERE 

A5. When was the program implemented? 



A6. What is the mission or purpose of the program? 

Yes No D/K 



1. Prevent institutionalization I 2 8 

2. Contain costs associated with long-term 

care I 2 8 

3. Allow people to work and still receive 

financial aid for attendant services .... 1 2 8 

Enable people to stay in their own home 

and community I 2 8 

5. Financial aid to employer or employable ... 1 2 8 



6. Other 



B. SERVICES 



Which of the * >llowing services are provided by the progra 


m? 




(Circle all that apply.) 










Yes 


No 


D/K 


PERSONAL CARE 










1 


2 


S 


2. Bowel and Bladder Care . . . . 


1 


2 


8 






2 


S 



ERIC 



Bathing 1 2 8 

5. Dressing 1 2 8 

6. Menstrual Care 1 2 8 

7. Ambulation 1 2 8 

8. Moving into and out of bed 1 2 8 

9. Oral Hygiene and grooming 1 2 8 

10. Skin Care 1 2 8 

11. Care and assistance with prosthesis 1 2 8 

12. Catheterization 1 2 8 

13. Injections 1 2 8 

l^. Medication 1 2 8 

15. Range of Motion 1 2 8 

16. Other 



DOMESTIC SERVICES 

Yes No D/K 



1. Light Cleaning i 2 8 

2. Heavy Cleaning 1 2 8 

3. Laundry 1 2 8 

^. Shopping ' 1 2 8 

5. Meal preparation 1 2 8 

6. Meal cleanup and menus 1 2 8 

7. Chore Services 1 2 8 

8. Repairs, Maintenance, Renovation 1 2 8 

9. Other 



RELATED SERVICES 

Yes No D/K 



1. Transportation 1 2 8 

2. Protective Supervision 1 2 8 

3. Escort * . • . 1 2 8 

^. Teaching and demonstration 1 2 8 

5. Respite Care 1 2 8 

6. Telephone Reassurance 1 2 8 

7. Readers 1 2 8 

8. Interpreters for Deaf * . . 1 2 8 

9. Home Delivered Meals 1 2 8 

10. Case Management 1 2 8 



11. Other 



B2. Under this program what is the maximum limit on the: 

1* Number of visits allowed per week 

2. Number of hours of care allowed per week ♦ 

3* Monthly financial allowance 

^. Total cannot exceed cost of being in 

nursing home 

(specify amount) 

5. Other 



6. Program has no maximum limits (circle) 



B3* During what hours is attendant service available? 

Yes No D/K 

!• 2^ hours per day 1 2 8 

2* 9-5 only 1 2 8 

3- Other 

(specify) 

B*. During what days is attendant care service available? 

Yes No D/K 

K Every day , . 1 2 8 

2* Weekdays only . 1 2 8 

3. Other 



C. ELIGIBILITY CRITERIA 

CI. Is eligibility for this program based on criteria 
which are: 



Yes No D/K 



1. Statewide 1 2 8 

2. Countywide 1 2 8 

3. Other 
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C2. What age groups are eligible for the program? IF RESPONDENT 
CANNOT BREAK DOWN FIGURES IN THIS WAY, USE THEIR CATE- 
GORIES AND RECORD ON DOTTED LINE.) 



Yes No 



D/K 



1. Less than 18 years old 1 2 8 

2. 18-64 years old 1 2 8 

3. 65 years old and over i 2 8 



C3. Which of the following are criteria for eligibility in this program? 
(Circle all that apply.) 



IF EMPLOYED, 



Yes 



1. Employed 

2. Unemployed 

3. Vocational Rehabilitation clients 
It. SS 'pients or eligibles 

5. SSDI recipients or eligibles 

6. Medicaid recipients or eligibles 

7. AFDC recipients 



No 

2 
2 
2 
2 

2 
2 
2 



D/K 

8 
8 
8 
8 

8 
8 
8 



IF NOT EMPLOYED, 
SKIP TO QC5. 



C4. Is there a minimum number of hours per week a person must be employed 
to be program eligible and if so, what is it? 

I. Minimum Hours = 



2. No Minimum (circle) 



C5. What is the maximum yearly income a person may have and still be eligible? 

$ 

N/A (circle) 

IF N/A, SKIP TO C7 

C6. What expenses, if any, can be excluded from a person's income when 
determining eligibility? 



Yes 



1. Taxes 

2. PICA 



No 

2 

2 



D/K 

8 
8 
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3. Anything Mandatory for employment (e.g. 
uniforms, union dues, pension, lunches. 



transportation) 1 2 8 

Impairment-related work expenses 1 2 8 

5. Day Care Costs 1 2 8 

6. Typical medical expenses l 2 8 

7. Health insurance payments I 2 8 



8. Other 



SKIP TO HERE 

C7. What are the maximum assets a person may have and still be eligible? 

^ 

N/A (circle) 

IF N/A, SKIP TO 09 

C8. What property can be excluded from a person's assets when determining eligibility? 

Yes No D/K 



K Home 1 2 8 

2. Personal items in the home 1 2 8 

3- Car 1 2 8 

Burial Insurance 1 2 8 

5. Life Insurance 1 2 8 



6. Other 



C9. Is there a graduated shared cost formula? 



Yes 

No 

D/K 



I 

2 
8 



CIO. Are any of the following criteria for eligibility in this program 
(Circle all that apply) 

Yes 



1. At risk of institutionalization 

2. Wheelchair user 

3. Able to manage own attendant 
^. Currently living in nursing home 
5. Living alone 



No 


D/K 


2 


S 


2 


S 


2 


8 


2 


S 


2 


S 
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Yes No D/K 

6. Family members unable or unwilling to do 

attendant care i 2 8 

7. Physician^s orders 1 2 8 

8. Resident in certain geographic area I 2 8 

Specify 

9. Severely disabled according to Social 

Security Definition 1 2 8 

10. Member of specific disability group • . . . I 2 8 

Specify group 

11. Inability to use certain numoer of limbs ... 1 2 8 

Specify // 

12. Other 
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Cll. Was every applicant who met the eligibility criteria served in FY i9Xif? 

Yes 1 

No 2 

D/K 8 

IF YES OR D/K, 
SKIP TO QC13 

C12. How many people were on the waiting list in FY 1984? 



SKIP TO HERE 

C13. How many people applied for services, but were considered in ligible in 
FY 198^^? 



D- CARE PROVIDERS 

Dl- Which of the following types of attendant care providers are there under 
this program? 

Yes No D/K 

1. Self-Employed Individuals 1 2 8 

(includes family membei„) 

2. Contract Agencies 1 2 8 

3. Local Government Unit Staff I 2 8 

'f. Other 

(specify) 

IF SELF-EMPLOYED, CONTINUE 
IF CONTRACT AGENCY, 

SKIP TO DIO 
IF LOCAL GOVERNMENT UNIT 

SKIP TO D 17 
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D2. Are there specific regulations or guidelines relative to receiving attendant care 
f:om a self-enployed individual? 

Yes 1 

No 2 

D/K 8 

IF NO OR D/K 
SKIP TO D5 

IF YES, 

D3. What are they? 

Yes No D/K 



!• Attendant must receive some type 

of training 1 2 8 

2. Attendant must be 18 years old or older ... I 2 8 

3. Consumer has to be able to supervise 

attendant , 1 2 8 

^. Consumer requests an individual provider. . . i 2 8 



3. Other 



D*. Under what circumstances, if any, can a relative be paid for 
attendant care services? 



Yes No D/K 



i» Does not reside in same house if related 

by blood (includes spouse) 1 

2. Is not the family member/soouse legally 
responsible for the disabled person 1 

3. Is prevented from working outside the home 
because no other attendant available 1 

^. Is prevented from working outside the home 
because no one else capable of caring for 
disabled individual 1 

5. Otl^er 



SKIP TO HERE 

D5* What is the hourly wage for self-employed individual providers? 

^ 
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D6. What benefits do self-employed individual providers receive? 





Yes 


No 


Varies 


D/K 






2 


3 


o 






2 


3 


8 






2 


3 


8 






2 


3 


o 






2 


3 


« 
o 






2 


3 


ft 

o 






2 


3 


8 


What skill level is required for the people who provide 


direct attendant 




services'^ 












Yes 


No 


D/K 








2 


8 




2. LPN 




2 


8 






. . . 1 


2 


8 




^. Graduate of agency training program 


. . . 1 


2 


8 




5. Other 










(specify) 










Who hires and fires the attendant? 












Yes 


No 


D/K 








2 


8 






. . . 1 


2 


8 






. , . 1 


2 


8 




Who pays the attendant? 












Yes 


No 


D/K 








2 


8 






. . . 1 


2 


8 






. . . 1 


2 


8 





IF ONLY SELF-EMPLOYED ARE 
PROVIDERS, SKIP TO El 

IF CONTRACT AGENCIES ARE 
PROVIDERS, CONTINUE 

IF LOCAL GOVERNMENT UNITS 
ARE PROVIDERS, SKIP TO D17 



SKIP TO HERE FOR CONTRACT AGENCIES 

DIO. Which of the following types of contract agencies are there under this program? 

Yes No D/K 

1. Certified Home Health Agencies 1 2 8 

2. Private, non-profit 1 2 8 

3. Private for profit 1 2 8 

Local Government Units 1 2 8 
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5. Other 



Dll. What is the average hourly reimbursement you pay to contract agencies? 

^ 



D12. What is the average hourly pay range of the people who provide direct attendant 
care? 

^ 

^ 



D13. What benefits do contract agency attendants receive? 





Yes 


No 


Varies 


D/K 






2 


3 


8 






2 


3 


8 






2 


3 


8 






2 


3 


8 






2 


3 


8 






2 




8 






2 


3 


8 


What skill level is required iov contract agency attendants? 








Yes 


No 


D/K 








2 


S 




2. LPN 




2 


S 






. , . 1 


2 


8 




li-. Graduate of agency training program 


. . . 1 


2 


8 




5. Other 










(specify) 










Who hires and fires the attendant? 












Yes 


No 


D/K 








2 


8 








2 


8 






. . . 1 


2 


8 
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D16. Who pays the attendant? 



ij/rv 



1. Consumer 1 2 

2. Government Agency 1 2 

3. Contractor 1 2 



8 
8 



IF LOCAL GOVERNMENT UNITS 
NOT PROVIDERS, 
SKIP TO El 
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SKIP TO HERE FOR LOCAL GOVERNMENT EMPLOYEES 

D17. What is the hourly wage for attendants who are government employees? 

^ 



D18. What benefits do goverment employed attendants receive? 

Yes No Varies D/K 



K Vacation Pay 

2* Sick leave 

3. Health Insurance 

^. Worker's Compensation 

5. S *al Security 

6. Unemployment Compensation 

7. Transportation Costs 



2 3 8 

2 3 8 

2 3 8 

2 3 8 

2 3 8 

2 3 8 

2 3 8 



D19. What skill level is required for goverment employees who provide direct attendant 
services? 

Yes No D/K 

U Trained by client/consumer 1 2 8 

2-LPN , 1 2 8 

3. Home Health Aide 1 2 8 

^. Graduate of agency training program .... 1 2 8 

5. Other 

(specify) 

D20. Who hires and fires the attendant? 

Yes No D/K 

1. Consumer 1 2 8 

2. Government Agency 1 2 8 

3. Contractor 1 2 8 



n21. Who pays the attendant? 



Yes No D/K 



[.Consumer 1 2 

2. Government Agency 1 2 

3. Contractor 1 2 
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E. ADMINISTRATION 

EK Which of the folJowing are the basis for determining the hours and types of services 



to be provided to each recipient? 







Yes 


No 


D/K 








2 


8 






1 


2 


8 


3. 




1 


2 


8 




Plan of care less costly than 












1 


2 


8 


5. 




1 


2 


8 


6. 




1 


2 


S 



7. Other 



E2. Who makes the final decision on hours and types of services provided? 

Yes No D/K 

1. Case Management Agency Assessment 

Team 1 2 8 

2. Program Director 1 2 S 

3. Independent Living Program 1 2 8 

Vocational Rehabilitation Couselor 1 2 8 

5- Other 



E3. Is medical supervision (nurse, physican or other licensed practitioner) required for 
any of the services? 

Yes No D/K 

1. For all services 1 2 8 

2. Some services 1 2 8 



(specify) 
3. None . . . < 



Eft. How often is this supervision required? 



K Once a month or more 
2. Once every 2 months 
3* Each quarter 

Once every 6 months 
5* Once a year 



ERLC 



IF NONE, SKIP TOFl 



Yes 


No 


D/K 


i 


2 


8 


1 


2 


S 


1 


2 


8 


1 


2 


8 


1 


2 


8 
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SKIP TO HERE 
F. CLIENTELE 

Fi For FY 198^ or the latest year figures avaiiable FY (specify), 

what is the unduplicated count of recipients of the following: (REFER TO BI 
FOR DEFINITIONS) 

1. Personal Care Services 

2. Domestic Services 

3. Related Services 

All Attendant Care Services 

5. Total Program (includes attendant care plus 

) N/A 

F2, Approximately what percentage of the program's clientele in FY 198^ 

or FY (specify) was: IF RESPONDENT CANT BREAK DOWN 

FIGURES INTO THESE AGE CATEGORIES, USE THEIR CATEGORIES AND 
RECORD ON DOTTED LINE 

1. Under 18 years of age % 

2. 18-6^ years old » . • % 

3. 65-7^f years old % 

^. 75 and older N/A 

F3. What percentage of the program's clientele in FY 198^ or FY 

was: (specify) 

1. maie ^ 

2. female % N/A 

F*. What percent age of the program's clientele for FY 198^ or FY was: 

(specify) 

1. Black % 

2. Hispanic 

3. Native American % 

^. Asian . 

5. White % N/A 



C p ^» 



F5. What was the average income of the program's clients in FY 198^f or 



FY (specify)? 

^ N/A 

F6. What was the percentage of clients receiving income from the following in FY 198^ 

or FY ? 

(specify) 

1. Social Security Surviror's Benefits % 

2. Social Security Retirement Benefits % 

3. SSI % 

^f. SSDI % 

5. Veteran's Benefits % 

6. Private Retirement % 

7. Earned income % 

8* Family % 

9. AFDC % 

10. Other % N/A 

(specify) 



F7. What was the average number of hours of attendant care per week that people 
received? 

N/A 

F8. How many people in FY 198^ did not enter institutions or left institutions or nursing 
homes as a result of this program? 

N/A 

F9. What is your estimate of the number of people per year who could leave institutions 
or nursing homes in your state, if attendant care programs were expanded? 

N/A 

G. EXPENDITURES 

Gl. For FY 198^ or the latest year figures are available (FY ) (specify), what was 

the total dollar amount or percent 5.pent for: (REFER TO BI FOR DEFINITIONS) 

L Personal Care Services: ^ % 

2. Domestic Services: $ % 
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?♦ Related Services: $ % 

All attendant care services: $ 

5» The total program (includes 

attendant care plus $ % 

) 

G2. For FY 198^ or FY (specify) which of the following are the sources of 

funds for the program and the dollar amounts that come from each source? 

A* FEDERAL SHARE ONLY (Does not include match) 

L Vocational Rehabilitation 

a) Title VII A 

b) Title VII B 

2. Title XVIII (Medicare) 

3- Title XIX (Medicaid) 

4. Title XIX Waiver 

5. Title XX (Social Services Block Grant) 

6- Title III 

7. Other Federal: (specify) 



B. NON-FEDERAL (Including NON-FEDERAL match) 
1 S 'ate Funds 

2. County Funds 

3. Municipal Funds . • . 

^. Private Funds 

5. Client Contributions 

6. Ot»"er Non-Federal: (specify) 



$ 


% 


$ 


% 


$ 


% 


$ 


96 


$ 


% 


$ 


% 


$ 


% 


$ 


% 


$ 


% 


$ 


% 


$ 


% 




% 


$ 


% 


$ 


% 



ERIC 



C. TOTAL FEDERAL AND NON-FEDERAL 

(SHOULD BE SAME AS QGl (f) ABOVE) ^ % 

9„ 9n5j 
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G3. For FY 1984 or the latest year figures are avaiable FY (specify), 

what are the number of hours of service delivery for: (REFER TO Bi, for 
definitions) (DF AGENCY USES DIFFERENT UNIT MEASURE CONVERT TO HOURS 
AS ACCURATELY AS POSSIBLE) 

1. All attendant care services: hrs. 

2. Total program (including 

) ^hrs. 



G^^. Have any studies been done on the cost effectiveness of this program? 



Yes 1 

No 2 

D/K 8 (IF NO or D/K, 

SKIP TO G6) 

G5. Could you send us a copy? 

Yes 1 

No 2 

D/K 8 (BF YES, GIVE 

WID'S ADDRESS) 



SKIP TO HERE 

G6. Have any studies been done in your state on the extent of need for attendant care 
services? 

Yes 1 

No 2 

D/K 8 (BF NO OR D/K, 

SKIP TO HI) 

G7. Could you send us a copy? 

Yes 1 

No 2 

D/K 8 (BF YET, GIVE WID 

ADDRESS) 
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SKIP TO HERE 
H. EVALUATION 

Hi. What are the program's strong points? 



H2. What are the program's weak points? 



H3. What changes in the program are being contemplated? 



(IF AGENCY ADMINISTERS 
ANOTHER PROGRAM, PROCEED 
TO NEW FORM, OTHERWISE) 

W. Do you know of any other attendant programs in your state, in particular waiver 
programs? 



Thank you very much for answering our questions. 

WORLD INSTITUTE ON DISABILITY 
1720 OREGON STREET 
BERKELEY, CALIFORNIA 94703 
Q (<fl5) 486-8314 

^^^^ LITVAKg I ,'j 



Cla. What are the disabilities of the people who are eligible to receive 
services from this program? 



Yes No D/K 



1. Physical Disability 12 8 

2. Brain Injury 12 8 

3. Mental Illness * 12 8 

4. Mental Retardation 12 8 

5. MR, CP, Autism, Epilepsy 12 8 

6. DD (broadest definition) 12 8 



7 • Other 



Fla. What are the disabilities of the people who receive services from 
this program? 

Yes No D/K 



1. Physical Disability 12 8 

2. Brain Injury 12 8 

3* Mental Illness 12 8 

4, Mental Retardation 12 8 

5- MR, CP, Autism, Epilepsy 12 8 

6- DD (broadest definition) 12 8 



7 . Other 



2.11 



THE WORLD INSTITUTE ON DISABILITY (WID) is a pri 
vatc, non-profit 501(c)(3) corporation fucubing on mdjor 
policy issues from the perspective of the disabled comnui- 
nity. It was founded in 1983 by persons who have been 
deeply committed to the hidependent Li\ in^ Mu\ement 
Its mission is to promote thu health, mdcpenden a', v\e!i- 
being and productivity of all persons u ah disabi.ities It is 
funded by foundation grants, technical ass. stance ».un- 
tracts and individual donations 

WID lb a research and information ».enu'r tu». ijsin^ on !i\ v 
policy and program areas which ha\u signitiuuit impatt 
on people with disabilities 

*Attendam Services. \\ ID is stLid\ ing the a\ailabiiit\ ut 
attendant services around thu countr\ and has proposed 
pohcy recommendations m this area It operates a 
national resource center pro\ idmg intormatiun and 
technical assi<^tance. 

* International Development of Independent Living: it has 
been said that Independent Li\ing is the hottest new 
American export today." WID is actively involved in 
promoting intern ttional relations among disabled com- 
munities and has hosted \ isitors from tw ent\ -live 
countries. 

^Public Education: WID believes that the general public, 
disabled people and professionals in the fields of health 
care, aging, education housing, job development and 
transportation need accurate information on disabilitv 
and independent living. W^D is also engaged in consulta- 
tion and education w-th synagogues and churches on 
issues of architectural and attitudinal accessibilitv for 
elderly and disabled persons who wish to participate fulK 
in the life of their religious communities 

* Aging and Disability: WID has identified the interlace 
between agmg and disability as one of its priority areas 
It is engaged in ongoing u ork to build linkages between 
thedisabled and elderly communities. In 1985, WID co- 
sponsored a major national conference titled, 'Toward 

a Unified Agenda- Disability and Aging," 

* Immunization and Injury Prevention: The polio virus has 
once again become a threat to people throughout the 
world. WID is determined to help eliminate the spread of 
polio by working with the United Nations and othei or- 
ganizations to make universal immunizatu^n a realitv In 
addition, WID is committed to the prevention of all dis- 
abling injuries, diseases and conditions 



Other attendant ser\ ue publKations w hich «.an be or- 
dered from the World Institute on Disabilit\, 172b Oregon 
Street #4, Berkele\, California 94703 

*Dt X nptivc Atuilui^h of the iu-Hofnc Sui>th>rtu c Scr^ lu^ 
Program ui Ciilifi^niui (SliJj Desaibe^ one ot the most inno- 
\ati\e programs in tluuuunt-v Examines tlie histur\ of 
the 25'Vear old program, huu it ».)perates, who it ^er\es, 
and Its problems 

*S'u\ dhh Attcfidiuit Ciirc Pniyh/m^ for the Disabled iVid 
/ Idcrly Dc^inptiofh, Aiialu^i^ atui Rt^canh l^-^uc^ fu\}n a Con- 
M^mer Pet'^pcLtivc by Adolf Rat/ka, Ph D , published by the 
World Rehabilitation Fund, 1985 ($3) A consumer-based 
anal) sis of the attendant sen kes s\stem in Sweden b\ an 
economist u ho is a user of personal assistants 

*"Rv'port on National Attendant Care S\ mposium" 1985 
(S3) Proceedings from a national meeting sponsored by 
the National Council of the Handicapped Includes rec- 
ommendations for a national pulic) for attendant ser\ ices 
along w ith recommended changes in existing legislation 

*"Attendant Services, Paramedical Services, and Liability 
Issues" (Free) Explores the issue of liability of providers 
of different skill levels performing personal service tasks 
Gives consumer-based perspective along with data on 
how various states deal with the issue 

^"Summary of Federal Funding Sources for Attendant 
Care" by Hale Zukas (Free) Overview of the provsions 
for attendant services under Medicare, Medicaid, Social 
Service B.ock Grant, The Rehabilitation Act, and Title III 
of the Cider American's Act 

*"The Case for a National Attendant Care Program" bv 
Hale Zukas (Free), An analysis of the fede.al funds 
presently utilized to finance attendant services, their in- 
adequacy to fulfill the need, and the need for a national 
entitlement program. 

*"Attendant Service Programs that Encourage Emplov- 
ment of Disabled People" (Free) Brief state b\ state 
description of programs encouraging employment, giving 
information on eligibilit) criteria, administrating agenc}, 
funding source, utilization and expenditures 

*"Ralmgs of Programs by Degree of Consumer Cojitrol" 
(Free) Ratings of each progra iVs degree of consumer con- 
trol based on the \ational Ccnincil on the Handicapped's 
ten-point criteria 
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